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/ Preface 



During the decade bf the,1970's, disabled people organized to demand' 
their basic and civil rights and assert their interest ,in "human services* 
>y ndw their efforts have spiral ed into a ful'l-fl edge' soci,a*l movement 
in this society, whicji involves the commitment and activism of all handi- 
capped, groups, ^nd their advocate's. The success of- this consumer movement 
is evidenced \fy the major role its participants have taken *h rthe shaping 
and passage of major federal- legislation "for the handicapped. 

This manuscript is a comprehensive annotated review of the literature 

\ 

which relates to the advocacy consumer movement' for disabl ed.peopl e. 
Select references addressing the ciJnl'rights and business/marketing 
'social mbvements are included, since both represent major historical 
antecedents to the topic focu-sed upon here. 

The Rehabilitation Research and Training Center in Mejrtal RetardationT 
University of Oregon, adopted Consumer ism^Advocarr^ , as one of its major 
areas of research. The purpose of this commitment is <£o ^grammatically 
research the subject matter, particularly as it relates to mentally 
retarded persons. An-ongbing series of varied research and training 
resources related ^to Gonsumerism/Ad.yocacy for persons with disabilities 
is an outgrowth of the work being done iV this .area. ' 

In addition to this annptaWl bibTiogr^phy, -two products have been" 

completed as of this writing: ■ * • 

c Crosson, A., (Ed.), Advocacy and the Developmentally Disabled . , 
Eugene, Oregon: University of Oregon, Rehabil itation' Research 
and Training Center in Mental Retardation (Advancing Your* Citi- ■ \ 
zenship Series No. 3), 1977. ' * , , \ , * 
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IV 



C^sson, A*; Brownihg, P., & Krambs, B. Advancing Your 
Citizenship: An Adyocacy Mjahyial for Persons with Disabilities 
< r Eugene, Oregon: University of Oregon,' Rehabilitation Research 
and Training Center in MentaVjJetardation (Advancing Your 

Citizenship Series No, 1), 197$., . * ' * ^ 

The major purpose of the first, monograph is to provide a framework - v 

- for understanding advocacy as ij: relates to developmental ly disabled r 

• * • • ■* 

? » • > 

^individuals, tbeir parents, professionals:, and others interested in 
being ad6vocates. Specifically the" five monograph chapters 'overview 

* ' J * • - •• • 

advocacy, discuss federal legislation, .describe the basic .services and 
support resources needed by developmental ly disabled persons and out- 
line a njodel sirpport and advocacy system -for the/developmentally dis-, 
abled. S 

'The second' monograph, which is presented in question and answer 
format, is intended to assist disabled persons inexercising their rights 
of citizenship. The f irst-section covers major pieces of federal' legislation, 
i.e., the Education for All Handicapped Children Act (Public Law A 92-142); 
the Rehabilitation Act of 1 973 (Public Law 93-112, as amended}^ ancl f , 

- t'he^Dev elopmenta ll.y Disab>ed Assistance and Bill -of Rights Act (Public 
Law 94403, as jmended). The secorjd section covers the major types of^ 

cor&umer protection required by federal legislation, 'i.e., Individualized 

/ 

Programmed Planning, Nondiscrimination, Least Restrictive* Alternative, 
and Procedural Safeguards in Education.- The last section consists of a 
♦serfes of casA studies which demonstrate the interpretation of federal 
legislation and the application of consumer protection mechanisms in 
h terms of rea 1-1 if e. problem situations. 
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Additional research and training resources related to Consumerism/ 
Advocacy and the mentally retarded will be announced. periodical ly. 
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sented by such advocates as Ral ph ^Nertier, Senator Warren Magnuson, etc. 
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for Consumer Affairs have emerged, expanded, and strengthened. The legal 
and political role,has shown more acceptance of government invol vemen^ in 
issues of consumer protection. t % 4 

002 Abramson, A. S. Consumerism and rehabil itation, medicine. . Archives of ~ 
PhysicaJ Medicine and Rehabilitation , 1973, 54(1 ), 7-9: 

Reprint of the Presidential Address presented at the 34th Annual 

•Assembly of» the American Academy of Physical Medicine and Rehabilitation 

in 1972. Author emphasizes the* importance of and need for public educa- 

^ion regarding the inclusion of rehabilitation medicine intp a comprehensive 

health care plan. 
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003 Abramson, A. S., &Kytner, B. A bill of rights for: the disabled. 

Archives' of Physical Medicine "and Rehabilitation , 1972, 53(3 ) ^ 99-100. 

Proposes a set of rights for aM disabled persons. The suggested 
rights are based on the assumptions that handicapped persons "want only the 
rights .accruing to other citizens, thafmany barriers limit disabled per- 
• sons, that the citizenship of the handicapped has not yet been generally 
recognized by the public, and that legal mechanisms have not yet been 
established to assure the rights of the disabled. The bUl ofrlqhts in- 
eludes the following areas: (1) heal'th "services; (2) orthotic, prosthetic, 
• % and adaptive devices; (3) education; (4) appropriate training for employ- 
ment; (5) equal opportunity for employment; (6) special, employment oppor- 
tunities; (7) tax- supported shel tered workshops; (8) special housing;* 

(9) elimination of architectural barriers; (10) modification of easting 

\ * * • 

sidewalks, buildings, and structures; (11) special transportation; (12,)*in- 
come maintanence; (13) protection in Institutional settings (14) civil 

• " ' * • • 

rights; (15) training of service delivery personnel; and ( 16)„ expansion of 

research demonstration programs. * 

. , - "° - ' v 

004 Adams, A. S. Rehabilitation consumerism: ..Confrontation or communication 
.and cooperation? Journal of. Rehabil itation , 1976, 42, 23-25, 29. 

0 * * 

The former Commissioner of Rehabilitation Services Administration 
places high priority on consQmerTsW'i^rre^hlibiri 1 tati on . The assumption 1s ^ 
made that professionals and consumers «are Basically on the. same side. 
Consumerism 1s traced ta the American Revolution and constitution with 
* the Idea.thajt people want to make their own choices. T^e sam^Jdea applies 
to the commercial market place and government services, as was manifested 
1n the poverty program's goal of "maximum feasible participation. 11 In 



regard to rehabilitation services, consumer inyol vemerit is the law. At the « 
individual level, this H especially important since Ihdfvi dual s rehabili- 
tate themselves with the assistance of professionals^ It is further sug- * 
gested that consumerism ^rehabilitation is a movement whose time has^come. 

* r 

Consumerism need not be essentially threatening to professionals; rather, 

f * # * ' ■ f - J* 

a healthy tension may result in benefits. Consumers generally raise output 

'.questions ari# add sense of urgency tb°fhe service system. Lifted are* some 

ways s in which consumerism may be expanded and operational techniques and 

results of consumerism. fc • * 

m , - 

005 *Adams f A. ^S. Disabled should be key sheers of own programs, "Rehabili- 
tation World, 1^76-77, 2(4), -25. v * ' 
t « - 

^ Article based on reifflfrks made during § panel discussion ajt the 13th 

World Congress of Rehabilitation International in Tel Avto, Israel in June 
1976. Author indicated that, in his view, -there is "no standard absolute 
• Which 6 dictates the o&fanization of services to the disabled. Each country, # 

* * 

and to a large degree each region and state,' needs to device a adherent 
system, of sepv-fees which meets' the disable where tjiey are and within the ' 
context of their needs and potential" (p. 25). Nevertheless, he contends 
that the cerftral factor wtfich should shape the organization and provision 
6/ all, services ofefered.to the disabled is the consumer^ The following 



a 

American "Prihdples for Rehabilitation" were presented to the inter- 
national audience: (1) the disabled must have a voice iti their own destiny; 



(2) optimum rehabilitation is the goal for the disabled; (3) employment 

* <j ° 

opportunities fbr the disabled must be expanded, both in obtaining employ- 
/ * * s 

ment and in being employed at the highest levels possibly (4) both the 
disabled individual and the environment in which he or sTie works, and lives 
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must be rehabilitated together; (5) there must be a unique and personalized 

• * * * 

rehabilitation plan for each disabled Individual,; and (6) if fehabil itators 
'are to open the world for disabled people, they must spend less timelalk- 
1ng to each^ other and much more time talking ^to people outside the field' 
of rehabilitation, e.g., government, business,, education, pity planning, 
housing, architecture, transportation, and other sectors. -* ' 

006 Adams, M. Science, technology, and some dilemmas of advocacy. 'Science. 

.1973, 180, 840-842. - 

** • • ^ 

„ Explores some advocacy issues relating to medical science and the mental'lv 

disabled which confront social workers. It is noted that social workers are 

likely to find themselves in conflict with scientists regarding questions 

of Immediate rel.ief versus future gains and individual treatment versus 

public health. In addition,, complex dilemmas arise In considering problems 

° of common good versus personal -welfare/ For in stance, "^en serving the 

retarded, social workers must" concern themselves wi.th t scientists' ne&l 

for experimentation even when it may cause distress' to the individual 

or h|1s family. Under such circumstances, they must be involved in deciding 

whose need takes priorlt^in the final determination- as we*l as the require- 

ments for informed -consent. .Other dilemmas presented by the flel^d of igenetic 

counseling and chromosome testing i^ust be faced. It is suggested that "some 

of these problems can be. substantially alleviated if the social worker • 

becomes Involved early 1n situations of medical '.concern so that emotional 

" ° ' ' *°\ 

factors may be represented and the groundwork can be' laid for counsel ina 

. % - Intervention. Furthermore, 1t Is noted that,\*hereas research scientists 

h av £ new knowledge, Social workers have the ability toMnterpret and com- 

• ' ^munfcjate 1t; a means must be found for the two- disciplines to work together 

so the needs "Of all can- be met. 

ERIC jV. 
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007 Addison, M. R„ Citizen advocacy.' Amicus , 1976, H4), 9-10. 

Describes the citizen advocacy concept which was developed by'Wolfens- 
k berger and first implemented in Lincoln, Nebraska in >970. Citizen advocacy 
is an individualized volunteer approach to safeguarding rights and meet'ing 
the needs of the developmental ly disabled. That is, it consists of a one- 
to-one relationship between a volunteer advocate anjj an impaired individual 
in which the advocate provides practical assistance and/or emotional support 
and acts to prevent situations of abuse or exploitation on behalf of his 
protege. A long-range goal of such relationships is to develop maximum 
possible independence and self-advocacy skills in the disabled person* 
Necessary to citizen advocacy programs is a paid professional staff which 
- is responsible for recruiting and matching advocates and proteges and for 
providing ongoing support by means of crises intervention, information and 
referral, and community education. Particularly important to such endea- 
rs is that they be independent of the service delivery system. The 
National Association for Retarded Citizens\has been an active sponsor of 
citizen advocacy programs \rtiicb presently number 130 local projects. It 
\ *!?as also produced anti disseminated core training materials. 

008 Addison, M. R. The theory and application of .citizen advocacy: 'in 6. T. 

Bensberg & C. Rude (Eds*), Advocacy systems *f or the developmental ly 
^disabled . Lubbock, Texas: Texas Tecl>> yniversity, Research and, Training 
Center In Mental Retardation, 1976, pp.,\122-132. 

^ - Discusses the concept of citizen advocacy ^which indicates a one-to- 
one relationship between a coqfpetent vol unteer and- a disabled person in which 
the advocate defends the interests and^ ricjhts.of his protege and provides 
practical and emotional support. , Citizen advocacy programs require a pro- 
fessional staff which is .responsible for recruittng and matching advocates 
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and proteges, training, and offering backup support. A major goal of such 
efforts is to build self-advocacy skills in the impaired person, and success 
is dependent upon the_ program's independence from the service delivery system. 
The National Association for Retarded Citizens received a federal .grant in 
1972 to promote citizen advocacy, and it developed a package of training 
x materials in the area. It also implemented a training program and sponsored 
model citizen advocacy programs. These projects have proliferated across * 
the country since 1970, and they are^aVialyzed in terms of growth patterns , - 
funding mechanisms, population- of-areas served, advocate characteristics, 
protege characteristics,-* and types of advocacy activities. Finally, some 

misconceptions regarding" 1 citizen advocacy are examined. ■ 

- • ' k, ; - ' , 

009 Advoca-tes for consumers. Exceptional Children ,, 1978, .45,(1), 6-9. 

^ An interview with Dr. Frank Bowe, Director of the American Coalition 

of Citizens with Disabilities, Inc. He discusses how ACCD is primarily an • 

. advocacy' organization which is consumer directed. It is an brganizatiorwof 

organizations comprised of 60 national, state, and local .organizations of •• 

and for^djsabled people. Alsb affiliated with ACCD are a large number of 

professional associations working on behalf of / d4sabled people, e.g., 

Council for Exceptional Children, National Rehabil itation Association, the 

Council of State Administrators of Vocational Rehabil itation, -the National 4 

Association for Retarded Citizens, 'and'the United Cerebral Pal sy*Associa- 

tions, Inc. Two major accomplishments of ACCD are: (1) people with different 

* * • 

kinds of disabilities and professionals are coming together and working 

« 

together; and (2) a forum in which these people can work constructively 
together. This forum, is one in which "each member organization and each 

' ' / " '• * : • ' • 
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segment of the population feels that it is adequately and fairly repre- 
sented; that its voice will be heard and that it- will be prqv^ed with''the. 
opportunity to join in a united action or to remain autonomous and separ- 
ated from an action with which it does not want to be identified." The 
primary, concert! of ACCD is to address the interrelationships between the 
different human and civil rights affecting and' affected by laws and regu- 
lations which imjfinge upon the lives of disabled people. 

Allan* W. S. Advocacy: A responsibility of the Easter Seal Society. The 
* Easter Seal Communicator , July-August 1973, p. 5. 

'Suggests that advocacy can be misinterpreted as being essentially de- 

structively radical or passive and that these beliefs can lead to failure to 

achieve objectives. Advocacy, instead, "involves speaking, writing, acting 

on behalf of a cause. It need not involve destructive means to a worthy 

end but neither does it contemplate deliberate inaction. " Given the commit^ 

*> » i * 

ment of the Easter Seal Society to a meaningful community life for all handi- 
capped persons, it is recognized that that association must be an advocate to 

assure the realization of this goal. Such social action will benefit all 

f . 
effected individuals. In advocating change, antagonism will inevitably 

result, but advocacy is nevertheless necessary. Easte^Seal affiliates are 

urged to comifiit themselves to this role, and the National Society is challenged 

to provide them necessary support. '.By so doing, a private voluntary organi- 

zatlon can demonstrate leadership in developing consumerism and organizing 

'the community in achieving desirable ends. 
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011 Andreasen, A. R. . The disadvantaged Consumer . New York: The Free 
Press, 1975. . 

* 

First chapter traces the history of the consumerism movement and de- 

scribes some of the broad social factors, which support the consumerism- <^ 

i - ■ 

movement today: satiation of quantity of goods; concern for quality of 
lifef increasing sens 4 e that* considers can have, an effe^en their own lives-, 
and supportive legal and political structures. Identifies unique problems 
of the disadvantaged consumer as reflected in the. following topics: (1) the 
^poor consumer; (2) consumption problems of the poor; (3) the black consumer; 
(4) consumption pr.oblems'of blacks; (5) market structure in disadvantaged 
areas; (6) operating problems in the inner .city; (7) price discrimination 
1n the inner city; (8) -exploitation— trapping the urrevary; (9) building, 
consumer self-reliance; .(10) Innercity business development; (11) pre- 
venting merchant exploitation; and some ^cpntl uding observations. The 
problems are classified as personal .characteristics, the marketplace, and 
exploitative practices, and -solutions' are proposed to these three areas. 

012 Andruchow, B. Citizen advocacy in action, Deficience M ental e/Mental 

Retardation , J#76, 26(2), 16-17. . \ " ■ ;• 

Presents a case example of citizen advocacy on behalf of a 47-yesr- 

old retarded woman. This person had lived all- her life with her family ' 

and had suffered dehumanizing treatment and flagrant neglect. She was 

finally hospitalized and matched with a citizen advocate. 'The roTe of 

the advocate Included -providing affection and ensuring that the protege 

, received adequate care and treatment. It is pointed out that reactions 

to the advocate by hospital employees were varied and that much develop- 

mental^progress had been made by the retarded woman after her removal 
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from her family. The advocate also notes progress in her relationship 
with her protege in that trust was established and affection was demop- 
strated. ' ^ 

013 Arkansas Rehabilitation Research and Training Center. Consumer 

participation. In Critical issues involved in the rehabilita- - , 
tion of the severely handicapped . Fayetteville, Arkansas: 
University of Arkansas^, 1974, pp. 114-121. * 

" Emphasizes the importance of more consumer involvement v in rehabili- * 

Ration, agencies. : Stresses that both consumer groups and agencies need to 

become aware and knowledgeable about community resources and facilitate the 

integration of available resources into^ total and, meaningful sfervice 1 

pattern, for clients. Calls for a variety of community involvement from 

businesses, industries,* professionals in the community, and labor/unions 

to cooperate in meeting the needs of handicapped people*, Rehabilitation 

agencies must be willing to fill a leadership' role in taking innovati^ 

% * • 

steps to insure more consumer participation-'if the J 973 Rehabil itation Act^ 

is to be successfully implemented. ' 

j , •> ' * i 

014 Arkansas Rehabilitation Research and Training Center. Consumer . • 

i nvol y ement : Rehab i 1 i tati pn i ssues ( I n sti tute on Rehabili tatinrr 
issues) . Fayetteville, Arkansas University of Arkansas, June 1975. 



It is stressed throughput that rehabil itatiofi agencies must implement 
consumer involvement programs which are defined as intentional and system- 



/ . ^ efforts by consumers and practitioners to communicate and cooperate 

* 3 in furthering the rehabilitation effort. A variety of agency„and consumer 
attitudes and practices Sire reviewed in regard to ways *in which they may . 
create consumer- or agency- perceived bfrriers to ^consumer involvement. Some 

** : 

• * solutions to these barriers, as well as benefits whi6h may- accrue^to the 

^ agency fronr consumer involvement, are listed. Suggested mechanisms for 
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involving consumers as individuals include:' (1) orienting the client to 
the rehabilitation agency's puVpose; <2) evaluating clients' satisfaction * 
with their IWRPs; (3) providing ."hot 1 ine's", for' purposes of solving problems 
and facilitating communication; (^employing handicapped persons; <5) 
"using consumers to 'help other consumers; and (6) involving consumers in 

' state agency activities. Suggested ways to involve consumers as groups 
include:' (U involving consumer groups in program'eval uation; (2) using 
communication mechanisms; (3) using consumers in state agency program areas; 

\^ (4) establishing- relationships with coalit'ions of handicapped groups; (5) 
aligning a state agency staff person to work with consumer groups; (6) 
acting as an advocate for consumer groups; (7) providing consumerships; 
(8) involving consumers in policy development; and (9) using consumers in 
various advisory roles. Two models of consumer advisory committee are « . 
presented. The role of Client Assistance Projects is overviewed, and -the 
importance of training both practitioners and,consumer is emphasized. 

>|5 Arnstein,, S. R. A ladder of citizen participation. - Journal of 
• ' American Institute of Planners , 1969, 25, .216-22^ 

Discusses the theoretical intent and -actual practice of citizen 

participation-using three federal .social programs as examples, i.e., urban a 

renewal, anti-poverty, and model cities. Develops a. typology of citizen 

articipation, il 1 ustrating^ the extent of citizen's power in determining 

lans and programs. Lists the following, eight types of participation (or" 
. ■ * 

n.on-participation) of citizens to illustrate the actual role they^play in 



determining the outcome of programs- 1 : manipulation, therapy, informing, 
consultation, placation, partnership, delegated power, and citizen control. 
While citizen control, delegated power, and partnership represent degrees 
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of oitizen pawer, placation, consultation, and informing only represent 
degrees of tokenism. * Therapy and manipulation of citizens under the'guise 
of participation are merely degrees of norv-participation. Articie focuses 
on the relationship between powerless groups, i.e., poor whites and minor- 
ities, and powerful bureaucrats at the local, state, and federal level in 
developing and implementing -programs for tte-former. Illustrates the 
^oppression as well as positive involvement of powerless groups as citizen 
participants through actual incidents which reflect the above eight types 
of citizen participation (non-participation). 

016 Baggett, M. , et al . We are People First. Deficience Me/vtale/Ment al 
Retardation , 1978, 29f2), 7-22. ~ 

A description of the goals, objectives, and many of tbCaccompl ishments 
Of People First in Edmonton, Alberta. People First is a sel f-advoqacy group 
for mentally handicapped people. Labelling people and how to stop it is 
defined as the main problem this organization is addressing. Finding jobs 
; for handicapped people and keeping them active are key issues identified by 
the organization which need to be addressed by handicapped people. Members 
of People First regularly attend^and present at national and provincial 
conventions, service clubs, group homes, government hearings, and appear „ 
on television gmd radio. - Members are attempting to deve1*0R an advisory 
relationship with the Alberta Association of Mental Retardation (AAMR) 
whereby People First can sit on the board and committees of AAMR and Have 
the opportunity to speak for themselves. 
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017- Balthazar, E. E. Legal, human, and economic aspects of developmental 
disabilities . Madison, Wisconslnr'xDivision of Mental Hygiene, 
Department of Health and Social Services, Central Wisconsin Colony 
- and Training 'School Research Department, 1975. 



Examines various legal, human, and economic aspects of -program develop- 

ment for disabled persons. Preliminary considerations in the establishment 

of programs are discussed as are issues related to legal rights. In this 

regard, attention is given to such areas 4 as right to treatment, protection. 

of the handicapped in the community, the handieapped in court actions, aind ' 

guardianship mechanisms. A variety of alternatives to traditional forms of 

guardianship and protective services are explored with emphasis- upon citizen 

advocacy programs. It. is suggested that citizen advocacy is closely related 

• ■ 
to the normalization principle and that the citizen advocate can be a major 

expedi terror initiating 1 egal- protective services in the community; may^ 

address himself%o both instrumental an,d expressive needs; and must not 

-represent an agency. Also discussed is the ombudsman as another alternative 

to traditional protective services. Finally, cost factors of programs, 

including advocacy programs, for the mentally retarded are reviewed. It is 

concluded that new technology is needed to monitor services on a humanitarian 

— — * * » 

basis. 

: * « " % . 

018 Bender, E. I. The citizen as emotional activist: An appraisal of 

sel.f-help groups in Nokfcb America. Canada 1 * Mental Health, 1971, A 
• • 19(2), 3.-7. - [:'/,. — 

Descrfbes the condition of alienation in modern society, and suggests 

that self-help groups may facilitate individual and group sel f- renewal . 

Types of self-help groups are Identified, and some differences between • 

these and voluntary,, .phi 1 anthropic agencies are discussed. Self-help 
~0 V. * • - V 

groups are characterized 1n* these terms; they were initiated by the 



patients themselves or their relatives and professionals; consumers partici- 
pate actively and have a significant role in management and policy; and, A> 

*» 

they are action groups. The history of self-help groups is briefly traced. 
Finally, the following fea^&fes of, sel f- he! p groups are presented: (if 
absence of professional leadership; (2) funding generally comes from the 
group itself; (3) services* generally are not extended to the general pop- 
ulation; (4) the more severe am^ deviant the nature of the problem, the 
more the symbols "and structural arrangements take^on a sacred orientation; 
(5) inclusive of membership; (6) heterogeneity of. membership; (7) likely to 
start at grass-roots level; (8) 'stabil ity due to decision to employ paid 
' staff; (9) long- ranges-goals -are congruent Vith society's larger goals; 
(10) sometimes dynamics of communication become like sensitivity groups 
but without professional intervention; (11) non- ideol ogical in orientation; 
and (.12) term "emotional activist" signifies a reversal of the means-ends 
relationship of pow^r and politics. v Some ^ implications for study are 
suggested. . ^ ■ 

019 V Bensberg, G. J. '.Protective services for the developmental ly disabled. 

In -C. K. Sigelman (Ed.), Protective services and citizep advocacy . 
Lubbock, Texas: Texas Tech University, Research and Training Center 
in Mental Retardation, 1974, pp. 7-8. 

4 Focuses upop two alternative approaches to projecting the human and 

, civil rights, of. developmental ly disabled people. One method is. the estab- 



lishment of a public agency responsible for protective services. Such 
operations usually include a number orTunotibns in addition to guardianship 
such as outreach, counseling, tracking, and. coordination of services. • The 
'disadvantage of public agency services is that employees are responsible . 
'to the employing agency, and loyalty to.it may cause its interests to be 

. / - 



020 

^ given priority over those of clients, A different approach 1s creation 
of a citizen advocacy program. This" strategy utilizes prjvate citizens 
who volunteer to help a disabled individual. Problems with this type of 
program are possible improper motivation of the advocates and the volunteer's 
lack of needed knowledge regarding the system with which he must workt The* 
whole Issue of protective services must also take into consideration questions 
relating to the population needing services and the scope |f those services. 
It 1s suggested that perhaps the best plan 1s some combination of the public 
and volunteer models. 

020 Bensberg, 6. J., * Rude, C. (€ds.). Advocacy systems fo r the develop- ' 
mentally disabled. Lubbock, Texas: Texas lech University, Research 
ana.irammg Center in .Mental Retardation, -1976. ~ 

Presents a series of papers related to the Implementation of Section 113 

of Public Law 94-103 which mandates the establishment of an. advocacy system 

for the> developmental^ disabled 1n' every state. Chapters fncluded are: 

\ ,-,.(1) Advocacy and Protective Servlces-Where are We Coming Prom?; (2) Over- 
vtew: Legislative Activities of the Subcommittee on the Handicapped; (3) 
The Evolution of Congressional- 'intent of the DD Legislation; (4) The Devei- 
opmentally Disabled Assistance and' Bill of Rights Act; (5) Definitional 

, -Aspects of Advocacy and Protective Services; (6) A-Natlonal System of 
Legal Advocacy for Disabled Persons; J7) The Work of the National Center 
*for Law. and the Ha.nd1capped; t -C8) Developmental Disability Advocacy Pro- 
jects;' (&) On Humanistic Technology,. Devalued People, Useless Occupations, . 
Advocacy, and the Economics of the" Developmental Disabilities Industry; 
00). Advocacy: An Examination of jts Interaction with the Human Service ' ' 
Delivery System;' (11) A Demonstration of Thre.e Advocacy Models for Persons 
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with Developmental Disabilities; (12) The Theory and Application of Citi- 
zen Advocacy; (13) Consumer Perspectives of Advocacy: A Panel Discis- 
sion; (14) Huipan Rights Advocacy Committees and Citizen Advocacy in Flor- 
Ida; (15") Ohio's Personal Advocacy System; (16) Ohio Legal Rights Service; * 

• i i 

•A 

and (17) Government and Advocacy. 

021 Bensberg, 6. J v £ Rude, C. (Eds..). Consumer perspectives of • 
advocacy: ' A partel discussion. In Advocacy systems for the 
developmental^ disabled . v Lubbock, Texas: Texas Tech Unlver- * ' ' 
sity, Research and Training .Center in Mental Retardation, 1976, 
pp. 133-146. 

Proceedings from the National Conference held ApMl 2, 1976 in Dallas, 
Texas titled Advocacy Systems for *t^e Developmental ly Disabled. The con- 
ference focused on establishing statewide advocacy systems as required by 
the* Developmen tally Disabled Assistance and Bill of Rights Act. Edited 
- transcripts from four consumer representatives who spoke for retarded, 
autistic children, epileptic, and cerebral palsied consumers. General 
theme' of each spokesperson is the demand that consumers are capable of », 
t advocating for and protecting their ovm^j right s and participating 'in the 
determination of the type of- system that will be developed to protect those 
rights. Stresses the need for professionals 1n service and advocacy sys- 
* terns to consult the DD people regarding what they see as their immediate 
and long-term needs to live within the community as independently as pos- 
sible. The mother of a retarded son provides an insightful discussidn 
about retarded persons' needs for special i zed* training. Serves as a 
"consciousn'ess-raising" document. 
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022 Berfin, l/N. (Ed.). Advocacy foiychild mental health . New York: Brunner/ 
•Mazel , Publishers, 1975. . ® 

This volume, authored by former members of the Joint Commission on 

Mental Healthof Children* presents in detail the concept of child advocacy 

\ > 

as well as background information .needed in order to operational ize child 
advocacy systems. Particularly stressed are the importance of prevention 
and the interrelationship between health, mental health, and- the social- 
cultural environment. Specifically, the following topics are discussed: 
the rights- essential to a child's well bein§; causes of developmental dys- 
functions; the epidemiology of-learning disorders; the philosophy and ob- 
jectives of advocacy; the effects of poverty and racism; legal rights; treat 
merit and prevention of delinquency; parental participation in children's^ 
education; the role of the school in maximizing children's mental health; 
the hospital's responsibility for the'mental health of physically ill child- 



ren; <the rignts of the retarded and their families; *a model of a neighbor- 
hood'operational advocacy program; the components of an ideal child advocacy 
system; and political implications of advocacy for professionals. 

023 Berlin, I. N. Now and the way it should be. In I. N. Berlin (Ed.), N 
Advocacy for child mental health .. New York: Brunner/Mazel , 
Publishers, 19/b, pp. 296-310. 

Presents an extensive case history which illustrates multiple and inter- 
related problems of a troubled family *and its needs for help from community 
health and ^ocial agencies. Following tttfs example, the operations of a 
neighborhood- cWl d advocacy program, are,describe.d in terms of ways it p</uTd 
be of assistance to such'a ffcmi>ly. For instant, -ft. would arrange for 
prenatal,' natal, and postnatal care^^cial casework services; health treat- 
ment; parent education; preschool experiences for children; and treatment 
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- programs for school-age youngsters. When necessary, it would also arrange 
'for residential, foster home, or group home care; aid to adolescents in- 
volvBd with the jWnile court and their families; and-famiy counsel in 
services. A common thread' running through # the provision of all these ser 
vices is a concern for ongoing, continuous; and comprehensive care.. : Such 
enduring attention is the best way of maximizing the potential for. pre- 
vention of problems and for successful intervention when problems do arise. 
Also str ^^^ 1n relation to these services is the need for active involve- 
ment of alWamily members in tTieir planning"*and implementation, 

024 Berlin, I..N. One model of operational advocacy: A neighborhood program. 
In I. N. Berlin (Ed:*); -Advocacy for child mental health . New York: 
Brunner/Mazel , Publishers,, 19£tf, pp. Z67-Z9&. - 

Proposes an operational advocacy model, the purpose of which is to 

develop a system of providing services that meets the needs'of children 

and their parents within a prescribed geographic ai^a. The focus' is upon 

neighborhood organizations composed of citizens and professionatVJwhose 

f 0 

s functron it is to pTan, monitor, and assess services and their deliver^. 
The central issues with which local child advocacy programs are to be con- 
.cecned include prevention of problems by means of family planning, health 
maintenance, adequate housing, employment* and appropriate education; edu- 
cation^fdr living and work; combating racism; earl ^intervention qefids; and 
adolesq6nt crises. They must 1 ikewise attend 'to the availability of treat- 
ment programs for both chil dren and,,famil ies. The tasks of the advocacy 
organization in this regard are faciTitating interagency collaboration and 
that among professionals in various discipl ines,. monitoring and evaluating 

v 

treatment programs, aiding in the development of- health and mental health 
facilities, and planning for multiple uses of existing faci>tties. It is 
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further suqgesjt^cl that neighborhood, operational advocacy programs should 

be primarily federally funded and. supported by federal legislation, and there 

must be considerable citizen involvement in program review. 

025 Berlin, I. #N.^ The .school men tai heal th consultant as community child 

advocate. *Hrfl. N. Berlin (Ed:), Advocacy for child mer\ta1 health . 
^ New YoiMc Brunner/Mazel , Publishers, 1975, pp. 199-207. 

Suggests % that , the mental health consu]^tant should be an advocate for 

his community and the children in. i its schools.. He can do this by concerning 

himself with community^ needs and priorities and* by learning to develop y 

meaningful, relationships with community residents including students. A 

number of factors serve to discourage the consultant fronr performing the 

advocacy function and must be overcome. Som.e of these are lack of agency 

: ^ „ u , / \ h , . * . • * 

and professional Support, inexperience in working with citizens who define 

^theijr own goals and priorities, and an jnabiTity to place t)ne's skills at f 

, th^dks^olsal fof commurtity members for/use by them as 'they* see fit. Over- 

comincKthese deYieiencies is p&rtlcularlt necessary in the face .of the 

> *' > - - -* v 

v complex problems fat^^^fessioqal s ; td^ity. Only with .assistance and leader- 
ship fr.om the community^ aff tftejf be-, solved. Therefore/ the consultant- 

advocate must redefine his rol^'so.aS* to enable him to teach citizens how 

.J*'" . , . * ^ 

' to utilize fact finding and data analysis to achieve community objectives, 

* ' J V^ : , . . 

anticipate resistance, artd minimize Us impacts By thus facilitating 
• citizens 1 and students 1 capacity f6£ productive. human interactions and for 

k I m 

influencing institutions, the mental" health consultant is not only advocating 
on t*eir behalf but is disapproving'; their mental health. 
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026 Berlin, I. N? s >& Berlin, R. parents as the developmental advocates of . 

6 children, DvI.„N. Berlin (Ed.), Advocacy for child mental health . 
New York: Brunner/Mazel , Publishers, 19/b, pp. 37-45. . 

Since parents .are the only persons wholly accountable- for their child- 
ren, they should therefore be the principle advocates in any endeavor to 
solve children's problems.^ *A developmental approach to prevention, and early 
interventior) is the most viable means of assuring maximal growth of child- 
, — ren, and the two types of services which most significantly impact upon them 

are health care and education. In regard to health care, it has been demon- 
strated that parental involvement in comprehensive health program^ serves 
not only to identify developmental problems but also to reduce tbenf. In 
terms of education, experiences of Head Start projects and other research 
studies have 'led to the conclusions that intervention must begin before the 
child is four years old and that parents 1 participation in an educational 
program may be the critical factor in preventing school failure. In addi- 
tion, it is stressed that any comprehensive effort to meet' the needs of 
children must include the utilization of trained nonprofessionals, and" 
incentives which can be used to obtain this involvement ar$ delineated, 

j In conclusion, professional s* alone cannot reach all who need services. 

*. « 

They can, however, maximize their effectiveness by training and supervising 

* 

nonprofessionals in carrying out service functions. The development of com- 
petent, informed, and active parent#advocate$ results in benefits to both 

r , 

parents and children. h 

027 Berlin, R., & Berlin, I^N. Barents 1 advocate role in edtfcation as 

primary prevention. In I. N. Ber1 in t ,(Ed. ) , Advocacy for child $ 
— mental health . New York: Brunner/Mazel ,. Publishers ,«1975, 

pp. 145-157. % .< % 

Two education intervention projects which centered^ upon parental 

involvement are described. One of these is the Early Childhood Education^ 

- Center in Seattle, Washington r the*endeavors of which focus upon training 

ibis 5i 
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parents how to teach their children to, read. A means of accomplishing this 
is the use of educational games, and these are describe* in some detail. 
The other i ntervention discussed occurred in San Francisco -where a group of 
parents organized for the purpose of improving conditions in a ghetto 
school. This group systematically monitored classroom activities, success- 
fully advocated for changes in the school, and became involved in helping 
teachers w^th specific learning tasks. Results from these twa projects 



reinforceM:he findings of other research studies indicating that parental' 



■s 



participation in education programs is significantly refated to children 
school success. In addition, these experiences were found to produce im- * 
proved attitudes of parents t6ward both themselves and their children, and 
as a consequence, parents also became active advocates. In cpncl usion,/; 
it is stated that informed parent ^involvement as "participant acjvocates 



in their child's learning can improve the achievements of th^j child an 
the mental health of children, parents, and teachers." 

V 

UZO Biklenf D. P> Let our children go: An organizing manual for advocates and 

pare nts. Syracuse: Human Policy#ress, 1974. 
/ 



Outlines procedures by mean^/of which consumers and their allies can 
organize for the purpose of monitoring and changing the service delivery K 
system as it relates to developmental ly disabled people. The proposed 
steps/ arelis^ yourself before you organize others 

in terms of prejudicial attitudes, values, and use of lab.els); Step 2— 
alliances (including their identification, importance, qualities, and means 
of developing); Step 3— identifying community needs (by means of listening . 
to consumers, perceiving problems .as public issues, and specifying solutions); 
Step 4~ know those who resist change (in* regard to thei* reasons, methpds, 
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and ways of responding to them); Step 5— learning to use power (involving 

manipulation of support and cooperation as well as use of knowledge); and 

Step 6— action (includes criteria for choosing actions as well as descriptions 

of various tactics which may be used, e.g., demonstrations, demands, letter 

writing, % publ ic hearings, communication, symbolic acts, negotiation, community 

education, lobbying, boycotts, model programs, and legal action). In addiy^ 

* i* 
tion, two examples, of other organizing 'efforts and an extensive listing of 

» *■ 
resource materials are, presented, - ■ 

029 Biklen, D. P. Deaf children vs. the Board of Education. America n Annals 
of the Deaf , 1975, 120(4), 382-386/ ' : — 

"Reviews two court cases, Pennsylvania Association for Retarded 

* Children v* The Commonweafth of Pennsylvania and Mil 1 s v. Board of 

Education , relating,, to educational^ghts. The^e decisions established that 

disabled children must be provided a free public education as close to the 

mainstream as possible and that they and their parents also have a number 

of procedural . rights. Witfiin the framework of widespread legal advocacy 

on behalf of the hartdicapped, the efforts of a group of parents to obtain 

a local deaf education program are described. Beginning with a concern about 

their deaf children having to attend a residential school some distance 

from their homes, parents^ organized themselves, for action. They proved 

. the jieed for a local program and then learned about their legal rights to 

*< ✓ * 
educatibn. In conjunction with using the news media and educating the com- 
munity, some *Df the'parents developed and fi.led a lawsuit to compel<±the 
school dispnct to. comply with the law. Because of the building pressures, 
the school* district agreed to implements local program before the case 
pme to* trial. Parents wote furthermore invited to participate in theplan- • 
ning and operaHon of the program. They thus succeeded in achieving their 
ends. 
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Biklen, D.-P. Advocacy comes of age. Exceptional. Children ^ 197'6, 42(6) f 
308- 3 T3 • * < ~\" ~~ 

* Defines advocacy as "an independent movement of 'consumers (e.g., parents, 
people with disabilities", and children) and their allies to monitor and- change 
human service agencies." It differs from other ways of helping people, 
such as chanty, in that it promotes independence, equality, and rights in. ' 
regard to -human services.. Advocacy activities in recent years have generated . 
a number of useful , techniques which are practical, mean? of obtaining' desired 
objectives. These methods include demonstrations,, making demands, letter 
writing, fact finding forums, using communication media an^ symbolic acts, 
^ negotiations, educational endeavors, boycotts, lobbying, creating model * ' 
programs,. utilizing legal mechanisms, and demystifying professtons. Ad- 
vocacy,as working for social change presupposes optimism, and "successes 
in this undertaking, 'such a-s legislative and legal changes .which allow mare 
handicapped children an education, comprehensive reports on issues such as 
school exclusion and institutional abuses, and new outlooks on human services, 
"reinforce a positive attitude. x Advocacy, then,<shas come of age and will 
continue to be a force djrected at' hel ping disabled people. 

« * *• 

Bitter, J, v $t al . Client satisfaction with- the written Yehabil i- 

tation plan and other agency services. In S. E. Rubin (Ed.), Studies 
on the evaluation of state vocational rehabilitation agen cy programs: 
A -final -report . Fayettevl 1 1 e: Arkansas: University nf ArEansas^ ft"rk~- 
. ansas Rehabilitation Research and- Training Center, 1975, pp". 308-325. 

* * * * 

A pilot study examines" whether increased client participation in IWRP 
development results in Increased client satisfaction with the rehabilitation 
plan and whether clients differed in satisfaction with other rehabilitation 
services due'to their involvement. in', IWRP development. Tbe methodology of' ij • 
the, study is presented in some detail . The following conclusions are drawrfc 



(1) there were no differences, in client satisfaction between the tested pro- 
*• ' cedures otdeveloping the client's rehabilitation plan; (20* clients as- a 
, , group are Generally satisfied with the IWRpf (3) .clients are even more, sat- 
isfied with other aspects of rehabilitation services provided b'y the state 
VR agency; and (4) there are some differences between counselors relative to 
client satisfaction with some" aspects of rehabil itation' service deliv.ery. 
Recommendations for further research are made. . 

• * — — - - _ — — — ^^^^ ) 

' ♦ * ^ 

032 Boggs, E. M. Advocacy snd protective services: Where are we coming from?* 
In~G> J. Bensberg & C. Rude (Eds,), Advocacy systems foV.the develop- 
mentally disabled . Lubbock, Texas: Texas Tech University, Research 
ana I raining Center ^in Mental Retardation, 1976, pp. 3-22, 

Presents some considerations and background Information related to the 

. development of Public Law 94-103 ' s requirement for systems of proteption 

and advocacy for the developme^tTny^ is pointed out that 

/ ' self-advocacy skills of developmental ly disabled persons are likely to need 

* ° 

Supplementation because of the. nature of -the impairment- and the array of 
> , necessary services. Individual and collective advocacy are interactive, 
and each can be related to professional, lay, and legal advocacy. Various*' 
antecedents to the 1975 developmental disabilities act are discussed in- 
cluding protective services for chiTdren and the elderly, the growth of volun 
'tary agencies, right to education legislation and litigation, citizen 
, advocacy models, affirmative action, recognition of due process riqhts, and 
approaches to "institutional ization. These factors culminated in the prin- * 
ciples of'voluntary admi-ssion to institutions and their use as" a habilita- 
tiop resource-. -Out_Qf these orientations was developed a concern for 
~ stairrdtrrdVwhich is reflected irr the 1975Tdeve\opmental disabjJ-ltiesOeg-i-s 



lation And' which ,is strongly related to the mandated advocacy systems. 
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033 Bonovitch, R.'C, & Worono'ff, N. Advocacy iff Michigan: Making systems 
work for people. Public Welfare , 1972 v 30(2) , 37-43. 

♦As used in the field of .social welfare, advocacy is defined as a. 
"recommitment, on tlje.part. of agencies and workers in the social welfare 
institution to the people they serve," and the development of a plan to 
implement this type of internal advocacy stance by the Michigan Department 
of Social Services is described. A number of ouestions dealt with by a pla- 
ning committee are detailed, and the committee 1 s. recommendations are presented. 
The 'final report stresses that social welfare agencies* must be responsive 

to client needs, accord justice to those being served, and adhere to social 

« , <• , 

work ethics. It then outlines procedures for advocacy action by social 

*• • 

. m services staff* which are intended to alleviate unresponsive, unjust, or un- 
professional conditions. In general, the plan has the following charac- 
teristics: the specified methods are time and step specific; it is assumed 
that all involved are acting in good faith; provision is made to protect 
the confidentiality of client-related information; and ^dvocacy action is 
assumed to be an internal matter which requires minimal outside participation. 
Some of the deficiencies of the recommendations are discussed such as lack 
of supports for the advocate; the confusion revolving around the confiden- 
tiality issue, and inadequate criteria for undertaking advocacy action. It 
is noted that the recommehded program was subsequently implemented. 

•034 Bowe, F; Consumer rights for the disabled. In-R. M. Goldenson (Ed.), 

Disability and rehabilitation handbook . New York:' McGraw-Hill, - 
inc., 19/8, pp. 136-140. 

Brief account of the historical development of the consciousness 

— — , iJ 

raising mov ement^and orga nization of_Ji^abled_per.sons^ Jhe^year 1914 

* - &i " • ' . 

'marked the formation of the American Coalition of Citizens with Disabil- 
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ities, Inc. (ACCD) which has focused". . . upon securing the implementa-° 
tion and enforcement ,of the Rehabilitation Act and other vital /legislation' 
which promises to enhance the human and civil rights of disabled people." 
With the collective action of blind; deaf, and physically handicapped, ACCD 
has successfully opened many doors of discrimination through working within 
the system to affect social and political change. However, when legal 
approaches " fail , militancy measures such as mass demonstrates, picketing, 
and office take-overs are being staged to secure the rights quaranteed in 
Section 504 of the Rehabilitation Act. 

035 Bowe, F. S. , Jacobi, J. E . , & Wiseman, L. D. Coalition building: 

A rgport on a feasibility study to deve1op~~a national model for cross- 
disability communication and cooperation . Washi^ton, D.C.: The 
American Coalition- of Citizens with Disabilities, 1978. 

Reports or/ a federal ly- funded project designed to identify and test 
mechanisms for forming linkages among various disability groups. A rationale 
for /consumer participation and for cross- di sabi 1 ity communication r and cooper- 
ation is presented, and the methodology of the research program described. 

9 f > * * 

Several models for organizing disability groups are ex^miffed, and one featur- 
ing "participation by discrete organizations in an on-going open'coalition 1 * 
was selected for fiel d testing. The implementation phase of^the project 
first, required (1) conditions be cultivated under which a coalition could 
be initiated; (2) establishment of an operational framework^ and (3) main- 
tenance of the established coalition. This process was carried out within^ 
the framework of the American Coalition of Citizens with Disabilities organ- 
ization. The field application of the coalition model is described chrono- 
— Tog-ieaHy: — "ft-fs-concliided %hat this approach was successful in creating 
a force for consumer involvement in rehabilitation programming and public 
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policy making in that it increased the representativeness of the coalition 
anil improved access to top decision makers. Finally? possible utilization 
% of this model is discussed. 

036 Bowe, F., & Williams, J. Planning effective advocacy programs . Wash- 

ington^jy.C: The American Coalition of Citizens with Disatwl ities,. 1978. 

A comprehensive handbook for jnentally able handicapped consumers o ; n 

how to enhance the capabilities of existing consumer organizations ant 

insure the effectiveness of new ones.- S\resses the power- of "coal if/on 

* / 

building'; which involves uniting different groups with common conce/ns 
and beliefs who are served by the same policy or. program. Support of such 
a broad-based constituency strengthens consumer participation. Authors 
contend that/for advocacy programs to be successful, sel f- advocates and 
professionals must be well-trained and ".informed with" unremitting di ligence . 
Detailed discussions of "Jiow to" develop .leadership programs, secure finan- 
cial support, conduct workshops and meetings, and increase local visibility 
. for consumer organizations are offered with a chapter devoted to each topic. 

037y8rager, G. -A. 'Advocacy and political behavior. Social Work , 1968, 13(2), 

. r 

Asserts that the absence of professional advocacy is most detrimental 
to victims of social problems, and argues that the social worker should 
act as an advocate. This requires that ha "sees as his primaryresponsfbility 
the tough-minded and partisan representation of their (his clients') in- 
terests,, and this supersedes his fealty \o others." Such a person will be ^ 
concerned with, the -redistribution of community powe*r, and a 1 ikely target 
for his activities is "his own agency 'due to ubiquitousT^fessional self- 
protection mechanisms. Some of the methodological implications of the role 

ERIC . 



of the social worker as advocate are discussed based upcyi the assumption 
that ^advocates must act as political tacticians. It is pointed out that, t 
since political behavior involves the purposeful rearranging of reality to 
effect a desired attitudinal or behavioral outcome^ manipulation is a rifeces- 
sary tool. Given this requirement, it is recognized that professional 
'guidel ineS^iw^t be established for its practice. Four such standards are 

suggested related to: (1) who benefits and who loses; (2) the subject of 

f 

, the political activity; (3) the principle involved or the end pursued; and 
(4) the nature of the political act. Risk is acknowledged to be inherent 
in this* type of advocacy.' ' * 

038 Brisbane, S. F. The Board of Directors as part of the labor force. In 
. ' E. Manser (Ed.), Family advocacy: A manual for action . New York: 
Family Service Association of America, 1973, pp. 89-94. 

. Suggests that family service agency board members should be actively 

involved in the agency's advocacy program. - For instance, they^cah make a 

v.aluable contribution by enlisting the support and participation of inter- 

ested community residents. They can^also establish and work on citizen- * 

' board committees 'formed for the purpose of Exploring specialized problem 

areas. The board should organize an advoca^ committee to administer 

the citizen-board activities, maintain close ties with the agency, and 

secure the endorsement and understanding of both the total board and the" 

agency staff. In discussing the-agency's advocacy efforts as a whole, it 

is recommended that these be directed primarily toward local, county, or state 

level targets. '"Vital statistics" should be gathered regarding community 

conditions, and these can then be used for the purposes of prioritizing 

advocacy activities and supporting endeavors to effect change. While 
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^family service 'agencies, because of' their tax-exempt status, xannot become 
involved in partisan politics:, they can take advocacy action-aimed at assuring 
equal opportunities for all and at remediating soc-ial ills. 

039 Brisbane', S. F. Calling it advocacy does not make it so'. "In E. Manser 

CEdQ, Family advocacy: A manual for action . New York: Family 
Service Association ot America, 1 19/3, pp. 106-108. 

Cautions that the employment by a family service agency of indigenous 

citizens for work in outreach offices does not necessarily make them advocates 

and the fol 1 owing, assumptions are questioned: such a nonprofessional has 

instant rapport with his neighbors;, he can commanicate well with everyone ' 

of his socioeconomic background, understand in depth the problems of poverty, 

#and engage in dialogue with socia^se^vi'ce agency personnel whjxh will lead . 

to remediation of social ills; he works hard with no seVfish motivations; 

and all residents, of a ghetto are the same. Employing agencies must take 

care not to lock the^indigenous^worker into poverty and dependent" They 

must, rather, make a special effort' to make jobs meaningful in terms of 

advancement and professional development. Whether an outpost office is 

staffed by nonprofessionals or professfonal s, emphasis must be upon meeting 

the. needs of clients and adapting to the lffe-styles of those being served. 

r 

*. 

040 Brown, B. M. , 4 Zauha, H. The operation of the Nebraska Youth Advocacy \ 

Program. , In W. Wol fensberger & H. Zauha (Eds.), Citizen a dvocacy 
and protective services for the, impaired and handica pped. Toronto: ' 
National Institute on Mental Retardation,. "19/3, pp. 113-126. N 

Discusses-the operation of the institution- oriented statewide Nebraska 

Youth Advocacy Program. The roles and functions of the state youth advocacy 

coordinator^ the local youth advocacy chairpersons, ,and the adult youth 

advocacy advisors are described with an emphasis upon the importance of 
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coordination by a paid staff.' Program regu!ations,»which were generated 

- in response "to concerns of participants, are presented and include the 

following: (1) a ^outh advocate must take part in an orientation training 

session and serve a probationary period; (2) persons under age sixteen are' 

encouraged to. become involved in a two- to-one, rather than a one-to-one, 

relationship; and (3) advocates should be given information on their pto- 

\ 

teges. Procedures for visiting in the institution are outlined, and it is 
reported that the project has produced many positive results. Appended 
are copies of the program's participation form, certificate of qualifica 
• tion, visitation form, follow-up form, and reimbursement form. 

• ' ■ " • • • M .• . 

9^ • Br 9. wn ». s * w *' * Dimsdale, P. a B. , Jr. Consumer, 'informations Toward an 
". approach for effective know! edge .dissemi nation . ' The Journal of 



Consumer Affairs , 1975, 9j2)<, 
Asserts that.'consumers are the key to business responsiveness and ^ 
that consumer education is the best means of producing knowledgeable and 

' * * 

sophisticated consumers; However, consumer education programs generally 
fail because the educators do not understand the behavior of consuminq 
groups. The following reasons are posited for the failure of efforts to 
deal with a particular consumer' sSieeds and problems: . (1). the majority of 

■consumers are not motivated to become generally and adequately informed; 
(2) many have no exposure to formal consumer education; and (3) most 
importantly, consumer education cannot be effective until it is known what 
needs to be known and how to communicate it to consumers. A strategy is 

• proposed for establishing an effective) consumer information program. It is. 
based upoft researching the individual as he consumes. Such study is intended 
to discover the kinds of information used by' major population segments and.. 
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their competence to deal with business- rel ated information. Then study 
should be directed to|ard the nature of existing consumer education programs 
in relation to the above findings." It should then be possible to identify 
the most appropriate communications vehicles and to use appropriate profes- 
sionals to develop programs to meet the needs of individual consumers. 
Finally, feedback devices must be established and used. It is concluded' 
that the consumer 'is an individual and must -be understood as such. Programs 
must be tailored accordingly. 



042 Browning, P., & Rhoades,C (Principal Investigators). The mentally 

retarded and consumerism' within the rehabilitation system: A 
v • state-of-the-art study. In J. Fenton (Ed.), Research direct ory of 
the Rehabilitation^Research and" Training Centers^ Washington, D C • 
u.b. Department of Health, Education' and .Welfare, National' Institute 
. , of Handicapped Research, 1979, pp. '362-363. 

•< " • .* * 

A state- o'f- the- art study on consumerism and the vocational rehabili- 

tation process with, primary attention directed toward mentally retarded 
, * clients is in progress. The specific objectives of this study are: (1) 
i to conduct a content analysis tracing the historical development of con- 
gressional^ records and federal legislation relating 'to' consumer involve- 
ment since 1973, and regulations and guidelines pertaining to that legis- 
lation; .(2) to conduct a comprehensive literature and analysis on handi- 
capped consumerism; (3) to conduct a content analysis on Client Ass\stance 
% Projects (CAPs) 'program documents and survey project personnel to ascVtajn 
the experiences and'perceptiohs in serving mentally retarded clients iXoca- 
tional rehabilitation; (4) to'conduct a survey of rehab il itation service 
■providers to ascertain their experiences and perceptions in serving mentally/ 
.-, retarded-clients in -vocational rehabiTitatiOh; ,and (5). to conduct a study of ' V 
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mentally retarded clients via in- depth interviews to ascertain their exper-^, 

Hences and perceptions in receiving rehabilitation services. The study, is 

• v 

• in initial stages of investigation and no findfngs or conclusions can yet * 

.. . .. " - i 



be drawn. 



043 Bru'ck, L. Disabled consumer bill of rights'. In*R. M. Goldenson (Ed.), 

Disability and rehabilitation handbook . New York: ' McGraw-Hill, 
"Inc. ,V1978, pp. 141-143. 

This brief position paper notes that consumers with disabilities face 
an unequal marketplace for second-class citizens. Whether purchasing equip- 
ment and services for disatn'1 ity- related needs, or goods and services which 
everyone consumes, the disabled are frequently deprived of access, informa-' 
tion, #nd communication ma^de available to non-disabled consumers. For ' 
example, inflated prices for special medical devices, due\to their party 
purchasers such as Medicaid and VR, force sen f- supporting consumers to pay 
twice, i.e., for self and in taxes. With, respect to'services available to 
everyone, physically disabled stil^ confront drinking fountains that are non- 
accessible wj^le hearing- impaired are deprived of advw*dzing and educational 
messages sent via airways. Time has come, for citizens_wtth disabilities to 

be recognized as full-fledged consumers. 

»t , * 

044 Burgdorf, M. P. A national system ,of legal advocacy for disabled 'persons. 

In G. J. Bensberg & C. Rude (Eds.)," 'Advocacy ^systems for, the develop- 
mentally disabled ." Lubbock, Texas: Texas' Tech* University, Research 
and Trailing Center in Mental Retardation, 1976, pp. 51-^. 

Advocacy is .essentially for the purp6se fc of assuring the legal and human 

rights of all developmentally disabled persons. WitWjrr this framework, 

•means of .implementing Section 113 of the 1975 developmental disabilities 

legislation which requires the establishment of an advocacy system 1n every 

• ■ : - / 
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sta^e ar* discussed.- Specifically, the following are suggested, as necessary 
6omponents of an advocacy system: (1) it must be statewide; (2) it must be 
independent bf service providers and their legal representatives; '^(3) a 
variety of advocacy practices stjould' be included; (4) there must be a capa- 
bility for litigation, but it should be u^ed only as a l*Sft resort: *(5) it 
should cooperate with the state developmental disabilities council; C6) it 
should offer .training on legal and human rights* [7\ activities should be • 
coordinated with other legal resources within the state; (8). it should 
coordinate all efforts on behalf of the developmental ly disabled; and (9) 
it should be supervised by a lawyer/ ih addition, before establishing an 
advocacy system, -states should analyze the status of their laws and avail- " 
able advocacy resources, designate a plannihg agency, which supports the 
developmental ly disabled, and focus on both institutional v and community 
problems: - * * 

045 Buskifk, R. H. , &.Rothe, J. T." CQnsumerism: An interpretation Journal 

of Marketing,' 1970, 34, 61-65. * 



^ Purpose of article 4 is to: (1) determine what consumerism is; (2) reveal 
- ^hat ha£ causec^ it; (3) address its implications and potential dangers; and 
% (4) 'develop guidelines f6r corporate .pol icy in dealing with consumerism. 
Consumerism is defined as "the organized efforts of consumers seeking re- 
dress, restitution, and remedy for dissatisfaction they have accumulated in 
* the acquisition of /their ^standard of living/ 1 In addition to discussing 
two theories regarding the cause of consumerism, the authors identify the 
following as several catalysts in the consumer movement: (1J increased 
leisure time, rising Incomes, higher educational levels, and general afflu- 
ance have tended to magnify and intensify the forces of consumerism; (2) ' 
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inflation or rising, prices have led consumers to increased quality expect- 
ations which are not achieved; (3) unemployment has {Teen low; (4) demands 
for product improvement have led to increased producVcomplexity; and (5). 
the success of consumer crusaders such as Ralph Nader and tlie political , 
support which they have received. In discussing the implications of con- 
^ sumerism^authors »note that the success of the movement will depend 

largely o*n the governments involvement. The relative role the government 
will play and that whi^ch^hidustry will play, however, js considered to be . 
a critical issue which must be addressed. With* increased government regu- 
lations come increased costs, however, is considered to be ^ critical issue 
which must be addressed. With increased government regulations come ia-r 
creased costs % however, without these regu] atioTT^, the consumer 16 or (nay * 
be neglected. Thus, the question posed regarding the economic wisdom of 
consumerism is: "Is it socially wiser to accjept the present market- 
dete/mtned rate of consumer dissatisfaction than to pay the marginal costs 
that will be incurred in reducing consumer dissatisfaction than to pay the 
marginal costs that will be incurred in reducing consumer .dissatisfaction . 
^by^ government?" ^ . 

046 Cagle, R. B. Optimizing delivery of t government information to the 
consumer advocate: The consumer as decision-maker. Consumer > 
Advocacy , June 7978. (U.S. Department of Health, Education and 
Wei fare, Office of Human Development Servicers, Consumer Advocacy 
Project, Washington, D..C.) * J 

Discusses the importance of utilizing government documents in advocacy 

' * ^work. Explains the necessity for consumers to have access to information 

regarding laws, .pol i£ies, practices, proceduVes,- if they are to function 

effectively. Discusses the function and availability of depository librar 

ies, where government publications are made* avail able to residents of 

* 
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every state, District of .Columbia, Guam, Puerto Rico, and the Virgin 
Islands. Local publfe^nd university Librarians can assist people in 
locating the nearest depository library. Suggests consulting librarians 
for group instruction in the use of finding needed infoVmation. Past • 
advocacy work indicates that obtaining information from primary documents, 
in representing the handicapped, tends to yield more practical- accompl ish-* 
ments in a shorter period of time. Calls for the development of informa- 
tional retrieval systems \>y consumer advocacy groups to improve the con- 
sumers' ability to obtain accurate information quickly to further the 
goal- of self-reliance among the DD population. Gives ex-amples of how 
consumer- advocates have relied on documents to support advocacy efforts, ' 
e.g.; formulation. of legisl ati ve.^ecommend^tions,; compilation of a health 
services system agency plan." •'• 

047 Carty, L. A. Advocacy. In R. M. Goldenson (Ed.), Disability and 

rehab 1" I nation handbook . New York: - NcGraw-Hil I , Inc., 1978, pp. 4 

144-164. ~ «• - Kr 

* v. 

Advocacy, which is generally defined as pleading the cause of another 
as if it were one's own, 0 can loosely be grouped as the "case" or "class" 
. /'type. Case advocacy -Usual ly pertairis to representation of one individual 
J* v v byj aWElTe^, whereas, class advocacy such as lobbying, public interest liti- 
I gation, etc., may be performed by individuals or by groups acting on behalf 
> J —of constituencies with^a similar problem. ' The civil rights movement of the. 
1960's was exemplified by class advocacy. * Furthermore, the 1970's has • 
experienced class advocacy on behalf of the disabled which" has led to a . 

/ 

new pubVic awareness of their legal rights and to a' background of Uw~c7" 

/ y ■ 

W which.^se advocacy may be based. A pioneer in this movement has been. the.. 
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Mental Health Law Project, which 1s a non-profit public interest organisa- 
tion abased 1n Washington, D.C. The* remainder of the chapter is a compre- 
hensive description of the major litigative cases-on behalf of the disabled, 
jwhlch. according to the author reflects the combined qualities of the civil 
rlgh^ and consumer movement into a new kind of class advocacy. The cases 
discussed are grouped under the following Headings: (1) right to, treatment; 
(2) right to protection from harm; (3) right to refuse treatment; ~(4) right 
to fair compensator*; .(5) due-prooess rights of persons facing commitment; 
(6) right to liberty; (7) least restrictive alternative; (8) rights of the 
disabled 1n the community; (9) other rights in the community— licensing • 
and yotlng; (1*0) housing—the right to live 1n tfte community; and til) 
right to privacy. ¥ 

048 Cherlngton, C. Community life and Individual needs* In C. Cherington & 
y , G. .Dybwad fEds.), New neighbors: The retarded -citizen in quest of 

a home. Washl n^ton, D.C*: President's Cornm1ttse~on-Ment"al Retarda- 
% tlon, 1974, pp. 1-17. . s - m 

Discusses the needs of retarded persons within the context of normalized 
living 1n communities. A brief historical overview of society's treatment 
of this population 1s presented, and it is noted that the federal government 
ffrst directed serious attention to the needs of the retarded in 1962. Six 
dimensions of needs are described including those of: (1) universal human ^ 
need; iZ) age; (3) capability; (4) change; (5) individuality-; and (6)' choice. 
Some of the barriers to providing services according to these dimensions are 
examined such as the complexity of organizational and bureaucratic life, 
humAn services reorganization, and pressures to economize. It 1s suggested 
that systemic advocacy, i.e., speaking on beharlf of .the Individual at politi- 
cal, bureaucratic, and'economlc levels, 1s needed 1n order to overcome these 
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problems. Three forms of systemic advocacy are discussed: (1) monitoring 
. . ,, of the service system by voluntary agencies; (2) planning and advising by 
state developmental, disabilities councils; and (3) judicial recourse. 

t - .• 

049 Cherington, C. , & Dybwad, G. (Eds.). New neighbors: the retarded cifrizen 

in quest of a home . Washington,. "071 President's Committee, on 
Mental Retardation, 1974.. . V 

Explores a number of issues related to retarded persons'in the Com- 

munity and pre'sents numerous guidelines by which advocates can facilitate'. 

community adjustment^ "Specif ical ly," the followiBg chapters are included: - 

(I) Commu/iity Life'and'lndividual Needs; (2) Listen! Let Us Speak; (3) 

. v ' Whom Do We Call Retarded?; (4) The Retarded Citizen and the Law; (5) The 

'Goal of Independence; (6) A Parent Speaks; (7) What Is a Home?,; (8) -C rearing 
Community Homes; (9). A System of( Services; (10) One Service System at Work; 

(II) Serv^e Delivery in Rural *Are*H^(12) Outreach in Urban Areas; (13) New 

r Directions for Vol unte.ers; A -and (14*) The Pol Hies of Community Action. Through- 
m out it is stressed that mental ry retarded individuals share basically the same 
^characteri sties and needs with all other citizens, and'service goals which are • 
discussed have their foundation in these'pn'nciples. Finally,*, it ^emphasized - 
that the retarded must be enabled to speak for themselves ancj participate ' 
fully in community life. ^ • " * * * 

" * ' ** 

050 The°Child'AdyocaCy Project, Who speaks for' children? Child * • 

advocacy in PhjJatlel phi a : a Communit y development approach 
• ... 13/1-19/6 . PtfTladelphia: The Child AdvocaqrProJect. Phi l a- - " .' 

del phi a Urban Leagbe, 1976. . ».'.."'"'" 

Introduces the. need for chiTd advocacy and the Child Advocacy Project ' 

of Philadelphia which focused upon Vive substantive areas: education; youth 

activities; health and welfare; legal rights; and handicapped and' \ 
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mentally retarded children. "This handbook suggests methods and techniques 
useful in implementing a community development approach to child advocacy. 
Specifically, it describes activ.itjes and outcomes related to organizing 
. £ommtrnfty* councils, training lay advotajes, community education, and 
liaison with' other groups. It furthermore discusses the need for inter- 
vention on behalf of individual xhtldren and presents' nine case examples 
* illustrating needs, action, and results/ Also included are a number of 
"Case studies which demonstrate various advocacy issues and coordinated 
. techniques of .advocacy. It is concluded that child advocacy\s becoming 4 
•recognized as a legitimate tool in securing, chif'drenjs rights and that it 
is needed in order to make society recognize its responsibility to chi\dren 
and assure that their needs are met. 

i1 Cloward, R\ A., & Elman, R. M. The storefront on Stanton street: Advocacy 
in the ghetto. In G. A. fi Brager tf P. Puree!! (Eds.), Community 
* + action agairtst poverty: Readings from. the mobilization experience . 

New Haven, Connecticut: ^ College and University Press, 1967, pp. 253-279. 

Describes some of the circumstances attending the lives of welfare, 

"Recipients in a slum area of New York City and a Mobilization for Youth (MFY) 

^advocacy endeavor aimed at improving the living conditions of these "persons. 

The program was symbolized by storefront service centers to which area * 

residents were invited to discuss their grievances. Most of the problems 

which surfaced involved the Department of Welfare, and, in or,der to get o • 

results, MFY social workers were required to actively take the side of 

their clients and to be advocates. 'Advocacy thus came to mean intervening 

on behalf of a client with a public agency to secure rights. As the pro- 

gram evolved, a legal advocacy 'component was adde^Lfcf supplement the^ efforts 



of the social workers. In. addition, the focus of MFY gradually' shifted to 
. include client action on their own behajf. To facilitate this orientation, 
a community or-ganizer was hired who worked with client groups and taught 
them how to advocate for the fulfillment of common needs. It is concluded 
that as long as economic dependency exists, there will be a necessity for 
advocacy both by social workers and by consumers of welfare services. 

052 Cobb, h: V. Citizen advocacy and the rights of the handicapped. In' 

W. Wolfensberger & H. Zauha (Eds.), Citizen advo6a cy and protective 

services for the impaired and handicapped . Toronto:. Nat.innal . 

Institute on Mental Retardation, 1973, pp. 147-161. 

Clarifies the difference between disability and handicap, and points ■ 
. out that with the recognition that retarded persons can attain responsible 
adult status has also come a recognition of their rights. Three fundamental 
principles of. human rights which are applicable to all citizens are positive 
presumption, due process, and instrumental protection, and the role of an 
advocate as a protector of legal rights is'examined in relation to these 
principles'.. Furthermore, other, more specific, cf«vil rights are outlined 
along with their implications for advocacy. These are: (1) the right to 
•contract or convey; (2) testamentary capacity; (3) capacity to sue and be 
' . sued; (4) marriage and annulment; (5) parental* capacity; (6) testimonial 
competence and credibiH^; (7) fair trial; (8) licensure; and (9) right 
to vote and hold public office. It is. concluded .that, although 'these rights 

9 

should not be denied, instrumental ^advocacy may be needed to assure their 
-full, exercise. 
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* * - * 

053 C6hen, D. 'Remedies for consumer protection: Prevention, restitution, 

or punishment. Journal of Marketing , 1975, 39, 24-31. 

* * 
Discusses federal regulatory agency remedies imposed for 'fraudulent and 

deceptive business practices. One such type of remedy is prevention of con-> 

surfer abuse, and it includes such measures as codes of conduct, procedures 

for disclosure of information, and requirements for substantiation of claims. 

0 

Another remedy^ is restitution, which includes affirmative disclosure,. cor- 

recti ve advertising, refund's, and limitations cm contracts.' Finally, the 

punishment remedy is examined, which includes fines anXiQcarceration, loss 

of profits, and class action suits. -It is concluded that, although preven- 

■» 

tion is the most desirable public pblicy, it is, in itself, an insufficient 
protection. Punishment is a remedy which should be used sparingly. It is 
. suggested that restitution is the most efficient remedial alternative based 
upon behavioral insights of the consumer. Arbitration is proposed as a 
type of restitution which should be explored. 

054 Cohen, D. f 4 Richards,* C*. V. Youths as advocates. Children Today , 1972, 

]_(2), 32-34. \ 

It is asserted that youth advocacy can benefit both young people and 

s 

society. That is, being an advocate can help adolescents clarify their 
emerging beliefs and values, and advocacy is also important in assuring 
support for^ youth participation in the community. Advocacy is defined 
generally as speaking on behalf of a person or cause,* and ; an effective 
advocate must form a trusting relationship with those for whom he speaks, 
•know the needs"and remedies for them, make appropriate use of resources, be 
persistent in the face of adversity, and be deeply committed. Advocates 
operate in areas that are personally meaningful and work to effect change 
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in their immediate life situation. Thus, youth advocates are likely to 
focus their activities upon the school and other social institutions of 
whigh they are a part. In order to develop into mature a/id efficient ad- ' 
vocates, young people must both be taken seriousjy by aduT^s and institutions 
and be given the "opportunity to learn from adults, particularly their parents, 
who are effectively advocating their own causes. Given such a situation, 
all parties involved can benefit. 

Cohen, F. Advocacy. In M. .Kindred, J. Cohen, D. Penrod, & T. Shaffer 
(Eds -)» The mentally retarded cit izen and the law. New York: The 
Free Press, 1976, pp. 592-615. 

Suggests that a dependency model , rather than a s^k'ness j model , should 
be used in conceptualizing relief and services for mentally handicapped ' - . 
individuals. Within this framework, it is argued that case advocacy is 
needed for persons facing confinement as well as for those needing community 
services such as" education. While law reform advocacy, which focuses upon 
establishing legal 'rights f o^ a class of people through litigation and appeal 
processes, has had significant results, competent partisan representation 
of individuals has been found to be severely lacking. One attempt to provide 
effective legal safeguards to. persons before cQmrni^nient to mental hospitals- 
is described. This organization, the Mew" York Mental Health Information 
Service, <H legislatively mandated as part -of the judtciary. However, its 
capacity to protect the rights of citizens is limited in that it is designed 
to be a neutral agency.- it>;is sirg : gest^d that the future of fe pre sen tat ion. ; 
for the mentally retarded may be based in lay advocacy rather than the lega.l 
profession. Various models of this sort should be tested as- a means of using 
untapped citizen talent,and dedication. 
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056 Cohen, J. Advocacy and the children's crisis: An invited commentary. 

American Journal of Orthopsychiatry , 1971, 41_(5), 807-808. * 

• \ i 

Critiques Knitzer's analysis (see page 50) -of the Joint Commission 

on Mental Health of Children's recommendation for a nationwide child advocacy 

network. Kni^r~suggests that the system should provide the financing .for 

_ the advocacy endeavor, thus leaving the advocates free to develop a consumer 

and institutional constituency and to work for social change at the local 

• level. In response to this proposition, some issues- are raised. It is 
pointed out that a situation in which an advocacy operation with policy 

functions is supported by the social system that is to' be t|he target of - 

V, 

change constitutes conditions of social policy rather than of advocacy. It 
t^urthermore suggested that the proposed professional-consumer advocacy 
coalition is likely to result in emphasis upon changing service providing 
agencies to the exclusion of advocating for change in national priorities. 
Such a, result wotrld not necessarily assure more adequate resources to child- 
- ren and their families. It is recommended that professionals should ri'sk . 
themselves in an effort to achieve a desirable national policy and not settle 
,only for the effects of local determination and professional advocacy at that 
( ]£vel. r • 

057 Cole, L. B. Ombudsman in vocational rehabilitation process. American 

Rehabilitation , 1976, j_(3), 18 T 20.- • , " — 

, Cilery Assistance Projects (CAPs) werfe first authorized in the Re- 
habilitation Act of 1973 and offictally begun in June of 1974. The pur- 
'pose of CAPs, which are consumer- oriented projects administered by the 

• state vocational- rehabilitation agencies is, "to personally help clients* 
who are having difficulties in understanding the service system, and 
tftose who are having problems regarding. the services which flow through 
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the system." The following are several stipulations which were written 
into the Act with respect to project organization and operation-: (1) 
each project must be directly funded and administered by the state voca- 
tional Rehabilitation agency yet no project staff can be employed by or 
receiving benefits under that agency; (2) the project staff must be 
assured direct communication with top state agency administrators, yet 
they must respect vthe client/counselor relationship and resolve practical 
problems at the local .level; and (3) all clients or cl ient-appl icants in 
the project area must have free access to the project for advice and 
counsel , yet the project staff must advocate for other services through 
the existing rehabil itation* agency personnel. Initially, 11 CAPs were 
geographically distributed around the country. Based upon the first annual 
-report of these 11 projects, it was estimated that over 2,000 handicapped- 
persons had benefited from them in tangible ways. An analysis of this re- 
port highlights specific accomplishments of these projects, which- incl ude: 
(1) intake procedures were modified^so that new" clients were assured of a / 
counseling interview on. their first visit rather than simply getting a 
clerical processing for medical appointments and later assessment; (2) 
regular DVR staff have become more thorough in their work because th%y 
anticipate the interaction with project staff; (3) clients have been more 
participatory and committed to their rehabilitation program when they . 
understood the system' better; (4) professional, sensitivity .to certain 
groups of handicapped persons has increased following specific constraints 
-and resolutions; .(5) time lags have been identified and new solutions indi- 
cated; (6) universities are .using these projects as training sites -for 
rehabilitation counselors; (7) new grievances, new techniques for providing 
public information, and new staff training methods have been devised; (8) 
agency policies have been challenged and changed in areas such, as scope 
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• and nature of services provided, caseload expectations, personnel qualifi- 
cations, and procurement practices; (9) community agencies have improved * 
their communications witft the rehabilitation agency and extended their, 
efforts on behalf of clients during .the rehabilitation process; and (10) /" 
job placement efforts and placement specialists have been increased' to be 

• more responsive to cl 1ent~.needs. 

058 Coletti, E. J. ' Meeting human needs thru self-help. American Rehabi- 
litation, 1977, 2(5), 19-25. - " ~ » 

A success story of consumer/counsel or x cooperation that eventuated in 
the creation of the Community Resources for Independence (CRI) irf Sonoma, 
Cal1forn4a, a counseling and information center designed to as'sist in locating 
various services for physically disable'd people (most from his caseload) 
for the purpose of organizing a committee of people with vested interest 

• in attaining independent living arrangements. Efforts were 'restricted to 
. _ meet the needs, of physically disabled only, excluding mentally impaired 

people. Consultation with the' Center for Independent Living (CJL) in • 
Berkeley and a polling of handicapped students at two colleges in northern 
California revealed that independent living arrangements were not the main. ' 
, concern of the physically handicapped. Popular needs expressed were for a 
^center to assist handicapped people in locating doctors, counselors, finan- 
cia> counseling, and -educational planning consultants who are versed in the 
unique problems faced by the physically disabled citizen. CRI waS&formed . 
through vo)iinteer efforts to eventually develop into an incorporated organ- 
ization supported by a grant from the California Department of Rehabili- 
tation. .Today CRI and the Department work as .partners to assist consumers . , * 
1n their effort to live independently within the community. 

ERIC, ! _. . .: 
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059 Coultas, M. K. / & Goldstein, S. R. Who speaks for these ones?* Social Work 
Today , 1972, 3(5), 7-11 .- N 

Discusses the social worker's responsibility to be an advocate for . his 
clients. The advocacy role involves both representing the interest^^of r -y 
individuals and promoting causes for the common good. Although the prac- 
tice of advocacy by social workers is not nev/f a number of factors, such as 

consensus orientation, Tack of technical skills, and. status as an agency 

« * ■ m * 

employee, mitigate ag'ainst its widespread usage. A case example is presented 

m 

which illustrates means by which a caseworker can influence administrative 
policy," and a seven-stage process of policy formulation is presented for the 
purpose of indicating to advocates specific methods and levels of. inter- 
vention. A number of potential conflictual situations are -dvs^ussed, and it 
is concluded that the advocate must use his best professional jud§men,t in 
resolving these issues. The support of professional associations is necessary 
before workers can realistically be expected. to play the advocate role. 
The National Association- of Social Workers Ad Hoc* Commit tea. on Advocacy has 
recommended that this organization support advocacy by urging its members to 
^ give first'priority to clients,- providing assistance in this undertaking, 
and protecting workers against reprisals. It is also suggested that schools 
of social work should be responsible for. preparing their students for effec- 
tive advocacy., , 

\ V * . . 

060\CrosW, A. (Ed:). Advocacy and the de\^fe)pmenta11y disabled . Eugene, 
; ' Oregon: University of Oregon, Rehabilitation Research and Training 
anter in Mental "Retardation, 1977. 

Provides a framework for understanding advocacy as it relates to develop- 
mentally disabled persons, and conveys the Significance of the advocacy 
movement -to this population.. Intended to assist devel opmental ly disabled 
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Individuals, their parents, professionals, and others interested in being 
advocates. The five monograph chapters overview advocacy, discuss federal' * 
legislation, describe the basic services and support resources needed by 
developmental ly disabled persons, outline a model support and advocacy 
system for the developmental ly disabled, and conclude with the presentation 
*. ^of an annotated bibliography on advocacy. — 

06t • Crosson,. A. , Browning, P., & Krambs, R. E. * Advancing your citizenship: ' 
' f An advocacy manual for persons with disabilities . Eugene, Oregon: 
University of Oregon, Rehabilitation Research and Training Center in 
Mental Retardation, 1979. 

This manual is intended to assist disabied persons" in exercising their 
rights of citizenship. Presented in a question and answer format, 1t is 
expressly written for handicapped individuals, their parents^and their ad- 
vocates. The first section covers major pieces of federal legislation which 

are very important for handicapped individuals, i.e., the Education for All 

.«** ' > 

Handicapped Children Act (Public Law 94-142); the Rehabilitation Act of 1973 
(Public Law 93-112, as amended]^ and, the Developmental ly "Disabled Assistance 
and Bill of Rights Act (Public Law 94-103, as amended). ^Fhe second section 
'Introduces four consumer protection mechanisms required by federal leg is- 
lation: *J4.^ Individual ized-program pi anning; '(2) nondiscrimination; (3) 
least restrictive alternative; and (4) procedural- .safeguards in education. 
The final section consists of a series of case studies varying across age 
groups anc^servlce settings. They demonstrate the Interpretation of fed- 
eral legislation and the application of consumer'protection mechanisms in 
terms of real-life problem situations. Problems^which are frequently faced 
by disabled individuals are Illustrated in story form, att4- remedies are 
suggested. * 
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062 Cull, J. G. , & Levinson,*K.- F. The rights of consumers of rehabilitation 
•services. Journal of Rehabilitation , 1977, 43,(3), 29-32. 

Discussed are the basic rights of clients in the rehabilitation process. 
These rights can be grouped a^oi^ing to legal and professional rights* 
The first type pertains to those rights which t^e client can seek recourse 
through the legal system when they are violated. The second type refers^ 
to those client rights which are protected by the professional ethics of 
the service provider and the ethical position of the profession they repre- 
sent. Authors list* a number of specific rights which include the client's 

T 

rights to: (1) have explained in understandable terms the goals, functions, 
procedures, and operations of the agency; (2) to accept or reject rehabili- * 
tation services without coercion or prejudicial evaluations; (3) to be in- . 
formed of the rights in the rehabilitation process; (4) receive appropriate 
^referral and advocacy services in order to meet the needs which cannot or 
are not met by the rehabilitation agency;' and (5) be apprised of the appeals 
process of the sfate rehabilitation agenoy. / " 

T The authors address an additional set of specific rights under the 

heading "Determining Eligibility or Ineligibility." Included are the client's* 

*> 

rights to: (1) an impartial, thorough, and professional evaluation to* deter- 

» 

mine el igibil ity/inel igibil ity; (2) be Informed of ineligibility, to re- 
apply for services, and a periodic review and reassessment of ineligibility; 
(3) be a full partner in "the planning of services (Individualized Written 
Rehabilitation Plan); artfH4) have major role in the selection of the pro- 



viders of services. Thirdly, there are a set of rights which are aligned 

with the right to % periodic review. The client has a right to expect periodic 

■$0, 

, review of both intermediate and long-range goals and vocational objectives 

as recorded in the IWRP and a right to modify these goals a"hd objectives. 

e ' ' 78 ' 
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The final category is eWllled "All-Pervasive Rights" which include: (1) 
the right of access to material directly related to the client but which' 
has been "gathered by the rehabilitation counselor from secondary sources;* 
(2) the right of aascess to data 1a the case folder which has been generated 
by the rehabilitation agency; 'and (3) .the right to both prompt decision on 
the part of the counselor and agency as well as prompt s services.* 

063 Dalmat, E. D. -Pioneering child advocacy. Journal of Clinical Child 
Psychology , 1974, 30), 10-'12. 1 • ' : 

It 1s recognized that millions of children have problems in relation 
to' the institutions whtch impact upon their lives and that the fede/a> 
government has a responsibility to support families in adequately paring . 
for their children. In response to this obligation, a total of 11 ch1,ld 
• advocacy projects have been funded jointly by the Bureau for the Education 
/of the Handicapped, the National Institute Of Mental Health, and the Social 
and Rehabilitation Services office. The seven' major goals of these programs 
are; agency Impact; community Involvement; education Ynd training; programs 
for handicapped children.; evaluation; dissemination; and continuation and 
replication-. In addition, the projects are attempting to demonstrate and 
evaluate various child advocacy models, effect legislation, and develop 
advocacy Instruments and techniques. Strong evaluation components have 
been built Into these demonstrations, and some preliminary findings are 
, * presented. Overall, 1t appears that'the projects are developing satisfac- 
torily dnd that interagency fundi iig4^ admin istra^pn of these programs are 
successful . , 
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064 Daniels, S. Consumer involvement in rehabilitation. Rehabilitation 
Counseling Bulletin , 1976, ]9(4), 610-612. " 

Author contends that the Rehabilitation Act of 1973 was, in part, 
testimony to the distance between the needs of disabled consumers and 
state rehabilitation programs. Preceed-ing the drafting o%the Act were 
congressional hearings in which numbers'of disabled people were "angry," 
^ "articulate,*' and "powerful." on Capitol Hill in voicing their dissatis- 
faction with the rehabilitation agencies. The nature of the- Act itself is 
(viewed by some as a public reprimand to'the rehabilitation profession in 

that it includes such features as Client Assistance Projects, affirmative 
t - 

action, individualized written rehabilitation plans, and a priority for 

serving the severely disabled. Author further contends that, "Concurrent 

with the developing maturity on the part*of consumers as a' political force 

is the evaluation of the individual relationship between counselor and 

client, from one of parent to cnild to one of adult to adult". The fol- • 

lowing are some general guidelines/suggestions offered to help profes- 

sionals develop more fully in this new relationship: (1) develop clients 

as a resource; (2) share constraints with consumers; (3) admit openly when 

a*conflict of interest exists; (4) joint forces when issues^re of mutual • 

concern; and (5) use consumers 'as counselor educators. In summary, the . ' 

Rehabilitation Act of T973 mandated a fundamental change in the relation:' • 

ship between the disabled citizen, and rehabilitation 'system. 

065 Darling, jf Don't call us retarded— We are-People First! People* 

• Newsmagazine of the Oregon Department of Human R esourceTroTeaon " 
Department or Human Resources, Salem, Oregon, April 1978, pp. 8-9. 

A brief discussion about the purpose and goals of People First: 

People First is a self-help movement of developmental ly disabled people. 
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run by and for them/ People First recognizes -the hazards of becoming 
independent members of society* "We used to think-each handicapped person 
should be integrated individually with normal people, but this. led to iso- 
lation," is the way one helper in the movement explained this concern. 

. J) ■ • • 

People First represents handicapped people hanging together and helping ' 

f each othe/\ The organization believes that because this society is engi- 
neered chiefly for the convenience of normal people, DD people kre unneces- 
sarily handicapped. * 

066 Pay, G. S., & Aaker, D. A. A guide to consumerism. Journal of Marketing; 

1970, 34, 12-19. " ; 

Overviews the development t>f consumerism and defines it as protecting 
individuals from business and government practices wh'ich infringe upon con- 
sumer rights. The following a're listed as representative facets of consum- 

-* - - - 

erism which emphasizes the direct relationship between consumer and business: 
\ * / " V 

(1) protection against clear-cut abuses; (2) provision df adequate inform- 

tion; and (3) protection of consumers against themselves and other consumers.' \ 

It is suggested that consumerism will eventually 'identify with the concerns' of 

inequity in the economic environment and the decl ining .qual ity of the physical 

environment. As this happens, government intervention becomes more likely. 

Some of the sources of*consumer discontent leading to the . growth of consumer- • 

ism are: (1) imperfections in the state of information in consumer markets; 

and (2) social changes, including new visibility of the low-income consumer, , 

dissatisfaction with the ibpersonal ization of society and the market -system, 

and an increasingly better educated»consumer. -Consumerism became effective 

in the,196Ps # due tO ( representation by strong. advocates such as Ralph Nader 



and Warren Magnuson, expansion of institutional frameworks, and- •will ingnejss a J*** 



0 

. ERIC 



81 



067-068 



of consumers to take direct action.. The legal ancLpol itical structure have 
also been more willinguto take* action 'for a number of'reasons* 4 Since con- 



sumerism reflects persisting social problems, -/it is likely here to stay. 
' ^ • / ■' 

* • Its future will relate to federal legislation and regulation, responsiveness • 

of business operations, 'and relevant research. * / ^ 

0 

- 4 

9 • % * 

067 DeJong, 6. The movement fer independent living: Origins, ideology , a 
and, implications for .disabil Ity researcTu Boston, Mass.: Medical t 
Rehabilitation Institute, Tufts-New England Medical Center, 0979. / 

A scholarly paper which evaluates independent living as a social mov 

ipent, analyzes the movement's expression in disability services, and 

t * . considers the movement 1 s implications for disability research. % The paper 

examines in depth the movement's constituency, origins, legislative his-. 

- t6ry # and its relationship to allied social movements such-as civil rights, 

consumerism, sel/f-hel p° demedical ization, and beinsti tutional ization. The 

author' contends that such an analysis enables fs m to. identify the movement's. 

values and ideological assumption^ The papdr argues that independent living 



is mor6 th^an a social movement but also ah analytic paradigm tfiat meikes cer- 
tain assumptions about the^ttology of dependency and its amelioration. ^ 
The independent Viving paradigm is contrasted with the rdtiabil itation paradigm^ 
that has dominated disability research. The paper analyzes how the shift 
from the rehabilitation "paradigm to the independent living paradigm is likely 
1 to "affect the future of disabil ity ^research. » e ' 

068 Des Oardins, C. How to organize ap effective parent group and move bureau- 
° cracies . Chicago: Co-ordinating Council for Handicapped Children, ; 
1971." 4, & ~* ' * * , * - 



Recognizes the power which parents. of handipapped children can potentially 
. e wiejd, atnd offers a .comprehensive set of gui del ines -for organizing an 
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effective consumer advocacy group. Specifically,' thV foil owing. topics are • 

discussed:-/ (1) why a parent group?; (2) how* to organize an effective ' < ** ' 
T ♦ . ' 

parent.group; (3) the nuts and bolts of your parent group; (4.) how to choose 

^effective leaders; ($£how to uncover buried talent; (-6) how to make yojjr 

parent group an action .group; (7) how to move bureaucracies; (8) how to 

' lobby and get restfftT; (9) how to make headlines; (10) 'the power of speech; 

. > "(11) how to open a classroom in the public schools; (12) how to open your 1 

a * own schdol and -get funding for it; (13) the role, of 'the professional; (14) 

/the student'^ role; (15) the role of volunteers; (16 J the role of the handi- 

. capped adult; (17) how .to prganize a coalition; (18) you can do it wjth- ' ' $ 

a ; ■ ^out raoney- r almost!; afhcl *(19L) how* to keep your'parent gsoup from death's* 

door. * 4 *** j . t • • - ^ 

. * ' i . , * r • 

AJoy Diamond/ S. L. , Ward, S.., & Fafoer, R. Consumer problems and consumerism*. % , 
Analysis Of calls* to a consumer hot line. Journal' of Marketing 197&« 
v -. 40, ,(l) f - 58-62. ' S ^ 

Reports on a" stu'dy which was designed, to characterize cojisujner problem? 

tfased on information which required an effort by, the consumer. " The study. + 

t involved examination, of reports of 3,000 galljs received by a consumer hotline 

in 19/1,, and a follow-up. The sofcio-eoffiomjc* status of callers was identified ' 

„ * ^ ~'/ ■ 4jj ' . . . ■ } . * , ^ - 

and *six ? problem- categories were determined:, " ('l)^re-pujchase; ^2) purchase/ 

transaction/delivery; (3) product performance; (4), guarantee/warranty/ 

-contract performance;' (5) service/repair; *nd 46), deposits/credit/ collections.. 

§ /' Most complaints »v<e^. directed toward retail -and. service facilities; " Most 

consumers indicated tbat their problems Had been resolved.' Some data on * 4 



consumer attitudes toward business are ali) reported. 
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070 Dickman, I. R. (Cfcmp.). Thinking/learning/doing advocacy: a' report on 
the National Advocacy Project pt United Cerebral Palsy Associa tion, 
]"£• New York: United Cerebral Palsy Associations, Inc., nld. 

Reports', oh. an extensive national advocacy demonstration project', the 
purposes of which included developing programs which can be/eplicated by* 
voluntary organization affiliates and promoting self-advocacy by develop- 
N * mentally disabled coVsjiffier^^rhe objectives t activities, and outcomes of 
the project's model sites in New York State, Sart Mateo-Santa- Clara Counties 
(California), and Milwaukee (Wisconsin) and its replication sites in* Greater 
Kansas City (Missouri . and Kansas), Rhode Island, and Illinois are. described. 
Among the tentative conclusions drawn from the experiences of this \ ' 
project are the following: tl) the first step in any advocacy e'ndeavor 'must 
be to assesVthe developmental disabilities and •'community systems; (2) any^ 
voluntary orgar^zation which is involved *i effecting change in thefilervice 
.system and community will itself be. changed; (3) the advocacy coordinator 
. -should generally have a limited role in case advocacy- unl ess it contributes 
to systems advocacy; (4) consumers can be effectively mobilized to partici- 
pate in the .legislative process; (5) data collection and systems aTfa^sis 
are essential components of advocacy; and (6) creating advocacy support 
systems is also important. In addition, the necessity for consumer involve- 
ment is stressed, and examples, suggestions, and guidelines for achieving 
'such participation are presented. . Finally, criteria for initiation* of new • 
advocacy programs are detailed Jn relation, to readiness, creation of an 
advocacy advisory council'and its responsibilities, qualifications and re- 
sponsibilities^ the advocacy .coordinator, a-nd mileposts to.be passed during 
a program's first three months. * 



Drake, J. Minnesota's consumer advisory project. Rehabilitation 
Record , 1973, 14(2), 25-27. • t 

The purpose of this ongoing Consumer Advisory Project is to point 
the- way toward a more responsive and effective rehabilitation program "in '« 
the State of Minnesota. Two hundred and forty persons, half DVR staff and • 
half present or former clients of the agency, attended the .first meeting 
intended to begin a dialogue for the improvement of DVR services. Subse- 
quent 'to this meeting will be sev^rTregional Meetings to be held in princi- 
pal' cities throughout the-state. Three hundred additional harvdkapped r 
persons will be able ^participate in this continued practit>onerconsumer 
dialogue. The agency director set the theme of the*first meeting by telling the 
consumers, "We- want you to rock the f>oat, but will you* also liel p .row- it?" 
On the "rocking side" they expressed concerns in a number. of areas: (1) a" lack 
of warmth with the rehabilitation counselors;' (2) general carloads arq 
too broadband unfeasible for success; (3) job goals were not high enough; 
and (4) too many of, the employment conditions were demeaning, e.g., shel- 
ered workshop wages.' On the other hand, the consumers sd early expressed' a 
sire and willingness to "help now," - They requested that DVR publicize its 
services more in order, than ipore handicapped persons might becogie aware of 
them overwhelmingly supported the motion for DVR toget^more counselors 
and counselor a*des. ^In addition, they Requested to participate in a %^ 
vastly stepped-up public information campaign about rehabilitation pro- 
grams and its support needs byjobbying in the Legislature and Cpngress \ 
and helping devising and carrying out informational programs for fhe gen- 4 
eral publfc. * . * • . ° 
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072 Dussault, W. t & Carty, L. 'A. Legislation and consumer rights: Federal 

and state laws. In R. M. Goldenson (Ed.), faisability and rehabili- \ 
tation handbook . New York: McGraw-Hil 1 , . Inc. , 19/8, pp. 1 27-- 1 36 . 

Detailed overview of some of the important recent 1 egh-lation and 

^federal entitlement programs designed to assist- disabled persons attain 

* ** 

maximum self-sufficiency. Focuses on'areas of education, discrimination, ' 

'enforcement, guardianship, accesibil ity, and social services. Traces 

the historical development of legal victories in each of these areas. 

x Fof example, discussion on educational achievements begins with Brown v. 

Board of Education through the Education for All Handicapped Children Act 

(P.L. 94-142), to important key suits apd court opinions such as the'"PARC* 

case" and Mills v. Board o,f Education . Discussion on discrimination begins 

k W!th the significant implications of the Rehabilitation Act of' 1973; parti- 

cular emphasvs given, to the historical and current status of Section 504, . 

Area of errforcement explains the Civil ^Rights Attorney Fees Act '(P.L- 94-* 

X - 

559), which auth6rizes federal courts "to award reasonable attorney' s fees 
to- a party in cases where civil 'and constitutional rights are denied in 
ar^eas such as employment, housing, and contractual relationships. Discus- 
■ sjon on;guardianship is based on the common presumption by states o*f ab- 
solute incotftfletence on the gart of mentally handicapped people, «rather'-than 
specifying areas of 'incompetence. Traditional ly, guardianship has ncdue- 

» pro'cess protections, ^ew burden- of- proo«f requirements, and substantia] pro- 
.' * ' » - - ' ' H - v 

cedural and substantive abuses. 'Notes the legal fovement -in some' states> ~ 
►~ f" ' * 

e -'9>, Newjjjjp'rk, California, Washington,- to-profect' the individual in the 

specific area of incompetency. Issue of accessibility is deemed critical, 
> • as without access, other rights cannot be enjoyed by th<j physically handi- 
capped.'. Discusses impact o^ the Federal' Urban Mass Transportation Act o"f 
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1972. Mentions the Federal Archi tectual Barriers Act of 1963. Indicates 
the diffi<^i^4rTgetting transportation and building planners to recognize 
and adhere to these laws. Finally, assects^lh^ importance- of consumer 
participation in the social service system. As federal entitlement programs 
have increased over the years, sojhas ned tajfi serving to block many of 



them. Consumer groups and citizen advocacy systems can help disabled people 
apply for. and receive these services. _ 

Edelman, M. W. Seeking effective child advocacy. Young Children , 1974, 
29(5), 261-270. , " 

Details various ways in which a vast numberjipf children are excluded 

^from school, and these findings of the Children's defense Fund are suggested 

as a basis for advocacy ac.tion. Starting with *the assumption that citizens 

can effect change on behalf of children, some of tfie common responses used ^ 

, by bureaucrats to explain their inaction are examined. Jhese can be cate- 

gorized as follows:, agency denial of the problem, the scope of the problem, 

* v. • " 

or/the importance of the problem; denial of personal f institutional , or govern- 
mental jurisdiction; ^avoidance due to timel inessf* need for further study, 

f "a 

. funding inadequacies, or community resistance; and excuses based on generalized 
guilt or recrimination arguments. In addition to anticipating responses, 



child advpcates must h*ve strong willpower, resist co-pption & and comprpm 

■ • - \ . ' * ' 

know ttie issues well, know what tactics will, work irr each setting, build 

7 , 



se, 



means of communication with all involved persons, cooperate with other 

child advocacy groups, and take the offensive. In general, child advocates 

v * * ■ - _ ■ 

must,be enaMers-in helping parents effectively raise their children. 

Finally, it, 1*5 tooted that children canno,t be helped ui]les| all those involved 

* T i *■"« fc * * * * * 1 

'directly with thejn like, understand, and care aboyt thpm. # * „ 
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074 Edelman, P. B. the Massachusetts Task Force reports: Advocacy for children. 

Harvard Educational Review , 1973, 43(4), 639-652. 

Describes the activities of the Boston Task Force on Children Out of 

School (which in 1972 changed its name to the Massachusetts Advocacy Center), 

the purpose of which was to change public policy related to the exclusion 

of children from school. It is stressed that mean/as well as ends are 

y Important, and this paper focuses upon advocacy tactics, which can be gener- 

alized to a variety of advocacy efforts. The Massachusetts program involved 

citizens at the local level, .and some of the" rules f or^ adv.ocacy endeavors 

derived from the experiences of this project include the following: (1)' 

someone -must identify the problem' and initiate action; M2) an. advocacy 

program cannot expect to, start big-ra problem must be well documented before » 

substantial support will be forthcoming; (3) follow-tip is essential; (4) 

the action plan must be flexible enougTi to adapt to changing conditions; 

(5) a variety of followrup tactics shduld be available, e.g., use of the ** 

media,- 1 itigatlon, legislation, and administrative negotiation; (6) specificity 

of demands and daUa is necessary; and (7) communication with various agency , 

personnel can be significant. It is finally emphasized that operations 

must he appropriate to local conditions, personnel, and political climate. . ' 



075 ♦ Eklund*, E. systems advocacy . Lawrence, Kansas: University ofKansas,^ 
Kansas University "Affil iated Facility, 1978. 

■ • ' , . j 

Systems advocacy is* defined « "the process of influencing social and 

political systems to bring about change' for groups of people." It is noted' 

that public bureaucracies and agencies have mucfi control over individual s 

and that social ch&rfge related te these, must be effected by groups of people. 

inkir stages are mentioned as describing the maturation process of such groups: 
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(1) localism; (2) professional monopoly; (3) disparate clumping; and (4) 
coalition. The-coal ition approach is favored by legislators, permits ac- 
commodation, and is the most amenable to bringing about social change^* 
* . * ' * /*'/ • 

A systems advocacy group must^develop a mission statement reflecting its 

philosophy, needs of its constituents, and limits of accountability. It 1 
must, furthermore, plan systematically for its operation in terms of identi 
fymg the needs of the people whom it is representing, identifying and 
staying the issues including their substantive points, what the group 
wishes to accomplish, and essential components. Once these steps have been 
taken, strategic and administrative objectives must be formulated which con 
stitute a plan of action. Finally, systems advocacy groups should develop 
means of evaluatinq their activities. Th,e successful outcome of this 
process will be permanent systemwide change. ' 



076 'Ellis, E. B. The cooperative relationship *of consumer and ^professiqnal p 
advocates: Principles. In C. D.' Rude &.L.D. Baucom (Eds.), Imple- . 
. • minting protection and advocacy systqns: Proceedings of a national 

developmental disabilities confer ence. Lubbock, Texas: Vintaqe Press 
19/8, pp. ?5-76; ~ 

Since consumer and professional^advocates have- different skilH and 

perspectives, j cooperative relationship must -be established for maximum 

f » ■ * 

effectiveness. Professional advocates are technicians whereas-cohsumer 

• • * *■ - * 

advocates have the best understanding of 'needs. ^Advocacy is 5 to foster 

change, and it requires interaction *of professionals and coftsumers. The 

steps in thi»s interaction are outlined. The consumer advocatje le^prrTto 

define' £he desired change-operationally, ,^el ect strategies and* tac trie's, 

o • t V 

a*d understand laws, regulations, etc. JThis knowledge helps him or her « 
'becojne ihdep^ident and do-more "for themselves. ^ ' 
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077 Emory, P. , & Parks, W. H. Protective service and public guardianship in 
• Ohio. In K. Sigelman (E-d.), Protective services and citizen 
t . advocacy . Lubbock; Texas:' Texas Tech University, Research and 
~* Training Center in'Mental^ Retardation, 1974, pp. 33-41. 

Protective services are- essential for disabled people living in the 

* 

community* They are defined as activities "directed toward the individual's 

1 

welfare in a systematic manner, are'backed up by legal sanctions, and are 
carried out through case marnagement techniques." The development of the 
Ohio Office of ^Protective Service, and ?ubl ic Guardianship is described in 
terms of 'its^rcjanization, rationale, goals, and operation. Furthermore, 
types of protective service personnel and procedures used by them .are dis- 



cussed in some detail. A significant component of the program is evaluation, 
* * dnd i i s monitored both internally and by independent personal advocates. 
Among the'concl ustons .derfved from the program's first two years of experience 
are the following: a need^exists for a closer relationship between the 
protective service system and the citizen advocacy function; formal, trustee- 
shjRp and guardianships are not* being overused; many persons who do not need 
protectorships can nonetheless benefit from other services; and caseloads ^ 
are large in terms of adequately evaluating client needs. Overall, it is 
suggested that the Ohio Protective Service and Public Guardianship program 
^is providing important services, for the developmental ly disabled. 

v • , 

078' Epstein, I. Professional role orientations and conflict strategies. 

Social Work, 1970, 15(4), 87-92. • « <" 



Defines three major professionalise orientations as directed 

% 'a 

toward the profession, the employing organization or agency, an'd the' 
recipient ,of service or client. The impact of these^orientations on social 4 



y 
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* i \ t 

workers' commitment to radical strategies of social change ar,e discussed. 

The findings from a 1966 survey of social workers indicate general acceptance 

of consensus change strategies but dissensys over conf Victual strategies. 

More specif ically, the data demonstrate that agency commitments tend to be 

conservatizing whi.le client orientations are radicalizing- Commitment to 

. v the profession alone is, neutral. Hpwever, professional ization ^intensifies 

the conservatizing effects of an agency orientation but also heightens 

radkali'zation of those with a client orientation.^.. It is concluded that 

professional norms are unclear in regard to conflictual strategies for 

social charge. Therefore, social workers must decide i*n whose interests 

they are going to use their professionalism. 

079 Evans, J. The N role of the consumer in* rehabil itation. Journal of 
Applied Rehabilitation Counseling , 1974, 5J3) , '184-TS5^ 

With the movement to integrate and normalize disabled groups who have- 

y historically been segregated, consumers must be given an increased voSce in " 

their rehabilitation process. Speculates on possible .future consumer in- 

volvement such as consumer blacklisting, of programs, facilities, and pro- 

fessionals they deem inefficient, and the use of a written contract between 

consumers and agency. Rehabilitation programs of thg 'future would ideal ly N 

be integrated and an integral part of the consumer 1 s community with th^e con- 

' * sumer taking tW role 'of an agency "member" rather than a client. Thus, tfie 

consumer wouJd have decision making power regarding self, the agency, and 

• th£ community. , , . 

' • • ( ■ ." 'a..- . ' . 

t » . / 

• •-" " ' •] ..>■ ■ • _/. • ' 
■ • ••- , • ■■ ■ • >• " 
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080 Fenton, J, Meaningful consumer participation in Research and Training 

Center program development. Informer , 1977,^6(4), 2l4. (U.S. Depart- 
' ment of Health, Education and Welfare/ National Institute of Handi- 
v 'capped Research, Washington, D.C.) , * 



Dr. Fenton, former Director of the' network of Rehabilitation Research 
and Training Centers (R-T" Centers) , discusses a variety of examples from the 
# R-T Centers regarding their active participation in the movement of consumer- 
ism. He indicates that the R-T Center's oommitment to consumer involvement 
and participation in. the rehabilitation system preceded the legislative 
thrust in consumerism set forth by the Rehabilitation Act of 1973 and the 1974 
Amendments. ' In summary, he states, "... consumer participation and in- 
1 volvement is not a Johnny come lately thing for the RHHjen-ters. It has not 
only-scome of age but has been experienced as a mature, productive, and in- 
tegral part of the Center's ongoing program. The Centers have learned 'early 
in the g^ame thai token consumer participation is nonproductive and that 
real consumer involvement is the only way to determine if the shoe fits— 
if it pinches", where-'- and what should be done about it. Real consumer in- 
volvement and participation is basically good rehabilitation practice." 

o 

081 Foss, G. Bostwick, D.,' & Harris', J % Problems of mental ifrfretarded 

. young adults and obstacles to their rehabilitation: A study of con- 
v . • 1 sumers and service providers (Rehabilitation Research and Training 
? .Center In Mental Retardation, Center Paper No. 112). Unpublished 
maffuscripty University of Oregon, January 1978. 

Reports on a study which was conducted to identify major problems of 

• < < 

mentally retarded young adults and obstacles to their rehabilitation. Data 
were obtained both from mentally retarded rehabilitation consumers and re- 
hablfl itation serviceptoyiders in 11 western states. The objectives/of the 
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study were to: (1) Identify the problems of retarded persons, N as percfeived 
by retarded persons, >% in community settings and by rehabil itatiorv service ' 
providers; 12) prioritize, by ranking, the problems identified in Objective 
1, and determine the relationship between the prioritized rankings of retard-*** 
ed persons and iWse of rehabilitation service providers; and (3) identify 
high priority research problems and the obstacles service providers face in 
remediating .those problems- This investigation* was conducted in two phases: 
proBlem Identification and problem prioritization. The problem identifica- 
tion data were derived from 58 mentally retarded young adults and 60 rehabil i- 

> 

tation service providers. Following this, an additional 101 mentally retard- 



ed yourfg adults and 27^service providers .priori tized the problems identified. 

The service providers also identified major obstacles to the remediation of 
*the highest priority problems. It was found that more concern was expressed 

by both retarded persons and service providers regarding the interpersonal/ .» 

social skill deficits^of retarded persons An about any other problem area. 

082 Freedifian/ D.* The retarded, citizen and the law. In C. Cherington & 

6. DybwadgjlEds. ) , New neighbors: The retarded citizen in quest of 
a home. Washington, D.C. : President's Committee on Mental Retarda- 
tion, 1974, pp. 37-49. . 

Examines legal rights as they pertain to the mentally retarded. t 
Rights are defined as legal power and as an expectation that other persons 
will act in a certain way. they are derived from such 'sources ^s.jDhilo- 
sophifcal-rel igious mandates, the Constitution, legislation, the'judiciary, c 

and contracts. The application of rights. to perscms unable to advocate 

>, 

for themselves presents serious dilemmas for advocates, i.e., ."How dpes an 

* •; t ' 

individual . . . Metermir^^he .course of advocacy for an individual who has 
ndl! expressed his .interests and desires?^ 1 The choices available to an ad- 
vocate include representing the client's best .interest as defined by someone 
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else, acting on the basis of general principles, and choosing directions 

.according to how he would act. Each of the J Se alternatives presents dif- V 

• • #v 4 * ■ 

ficulties, and it is suggested that a plurality and conflict of advocacies 



-can be expected in the future. The due^process claus^^f the Fourteenth 
Amendment i§ thought to hold hope for the application of. rights to .the re- 
tarded, atfifl£guarlfanshfp is overviewed in terms of reforms which parallel 
changes in sfoc.iaV perceptions of the retarded. It is concluded that .advocates 
for mentally retarded persons must adhere to a newly emerging ri^ght^to re- 
sponsibility which^is based upon the following legal trends: (1) any re- 
striction af the individual is suspect; (2) individuals must be allowed to ~ 

exercise options; (3) all individuals can develop; and (4) all law is grounded 

on individual ity$ j 

• * * 

083 Freedman, 0." One social Worker's fight for mental patients 1 rights. 
Social Work ,, 1971 , 16(4) ,, 92-95.* 

Criticizes social woVker§ for their pervasive silence abput deciding 
social conditions and asserts^hat it is possible for an individual social 
worker to bring about reforms./ Au*fior jdraws on his own experiences 
regarding a mental health hospital to^dfemonstrate how reforms can be made. 
Bel ieving. that he could not effect changes as a''hospital employee, he 
went to work outside the system. Initially, support was mobil ized -from % 
influential community sources such as the news media, professional associa- 
tions, ^and the*legislature. TNs resulted irv a legislative jnvestigatioa \ 
which examined complaints and heard testimony froto a wide variety of par-* 

. ties. It was found that there was evidence of physical abuse* and misr 
treatment of patients, and -many Recommendations were made* Consequently, 

& number of changes wee attempted bath through the, hospital administrar 
tion.and new legislation. However, rtluc'^ stiTl remains Jto* be done. It 
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is stated that advocates must expect harassment from their target and that 
the job is not easy. ^Support from others fs essential. In spite of these , 
obstacles, it is reported that the author gained significant benefits as 
a result of his advocacy in terms of personal and professional growth and ' , 
the satisfaction derived from helping those in need* : 

084 .Friedman, P. R. The rights of mentally retarded persons: The basic 
ACLU guide for the mentally retarded person' s rights . v New York: 
Avon Books, 1976* ~ 

Overviews the constitutional and statutory rights of the retarded, parti-.* 
cularly as defined in court cases. Contents include the following:. (1) the _ ' 

* problems of classification; (2) overview of civil commitment, competency and 
H guardianship proceedings, including rights in the civil commitment process,* 

, # j - as* • ' * '* 

and rights in competency/-and guardianship proceedings; (3) rights of mentally 
retarded persons in institutions, including right to habilitation and pro- 
tection from harm, limitations on hazards, iirt£usiv£ qnd experimental pro- 
cedures, right to- sexual expression, right to fair compensation for insti- 
tutional, labor 8 , right to liberty, and crther basic rights, in institutions;. 

(4) riahts of roental ly retarded persdns in the community, inclining riqht-to 

^ * ... r , - - ! . ^ . 

right to live in the cpmniunity, sexual and marital rights,^ right 
to a barrier-free environment, employment rights, rightTto be free from dis- 
V ^criininat4ctn 




i iyi v^tinc^ 'driving, and exercising other basic rights and privi- » 
? \ ^lfe<fes of& c\ti«ensbip; rlnht* to medical care, and Hqhts under federal f i nan- V* 




4 - .t t DeclaratioAvffl t*xe-RighPts pf t4^al Iy-R^tariied^|rs8ds, anda^WfirTa-l J*/* * 
• * ; AAMD statement on^ghts tof^e^^ll/^^rded persons J? * * . « V.,. 
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085 Fusco, R. Consumer as advocate:. Personal perspective. In J, L. J>aul, t" \ 

R. .Wiegerink, & 6. *R. "Neufeld (Eds.K Advocacy: ' A role for t)D council s . . 
, \- • Chapel H411, Nqrth*Carol ina: Developmental Disabilities Technical 
. 1 »*< \ *u Assistance System, 1975, pp. 31-35. • « ->- v • 

y . * Presents the views of a handicapped Individual. Atf"they relate to himself* 

* and advocacy/ "Within the context of # a personal hi story ^of disability, it. is 

- asserted that experiencing an impairment caft bemused ^o"heJp others as an 

- advocate. *' Educati op about the dtfcablea requires^motivation, |#hsttivity, 

, *ai^d* intelligence fn order that siictapersons can truly be hetfSed/ but >io * 

,one cao fully r understand the problems unless he has lived them. Some of : , / . 

the, frustrations of being handicapped are reviewed along with a 3 testimonial 

> . - ' ' & * ' • 

* , * on how they were overcome* Out of this experience, dt is assorted, that 

/advocacy requires knowledge, planning, and courage and that compromise £r\d Hg^gS 
^ \. indecision can be extremely harmful to the causes » * ^ ^ , 

; 086 Gail is, A*, &' Susmarf, j<. c M. Abroad in the J and: ^Le^aJI strategies tft V* 



effectu^e" the rights *of the pfoysic ally^^sabled/^ Georgetoyn |^av/ 
M Journal, T973; frl WJ501- 1523. c -"° i : 

•Suggests legal strategies^ whicb <can be devif1o)).e(^ ust^^xisti^g v*'?- 

V , theories 4 n" unexplorfM\<w^y$,whereby^ the haadicapped $nd ofeir ^vacates, •* ^ 

ft * ' <:an>«s^ert the right a to^jqLf*l v^«iroht'/ 'Focuses on thd Sreas^of, edueatton^ 

' ^, ^p*mic.al access-, an4t em'ploym^rt't* a'tw considers iiow court" opiniJb^ r t^e w Civil / - 

Rigtits"4ct of 1 964\ the^thirteenth amendment, and the subsequent civil >^ 

Rights Act of 1^66 cah be interpreted as foundations for constructing argu- 

meots, asserting the prohibition o.f discrimination cigainsV tbr handicapped. 



/. * 
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For example, .the thirteenth amendment v/as grafted to eradicate the inherent 

t « • 

inoystice of maintaining a class of people ya an inferior" posi tion; and in 
its spirit can be generalized from.blacks to the handicapped. The purpose 
of tb^. amendment was to secure universal freedom, even. though i ts framer 
comprehended no other discrimination of the handicapped in private employ- 
ment could be b^sfed on the thirteenth amendment. Careful selection, of strong* 
' ^ cases in which the denied right -is 'extreme]^ important, may achieve some 

success for handicapped persons through the courts. However, the inclusion 
of the handicapped among, those protected by the Civil Rights Act- of 196*4 is 
the most desirable solution at the federal level: This would give handi- 
capped people access to the Act's complaint mechanisms. ■ • 

087 Gartner, A. Consumers as deliverers of service. Social Work, 1971, 
' 16,(4), 28-32.' > 

V. 

Positive efforts to meet demands for social services tend to increase 

/ ' ^ 
the demand. Such demand's may be interpreted as a positive result. Wereas 

f some' agencies adopt strategies that reduce demand, others follow practices 

Which respond positively to needs." Many of these positive practices involve 

\ 7 participation of consumers. In fact, in order to meet growing -demands, 

/ 

agencies must make effective use of indigenous manpower and allow service 
'recipients also to provide services. Various examples are presented of , how \ 
this can be done. One effect of such efforts is that the consumer will 
^ become more* knowledgeable about his f or her own services and be able to act 



more effectively in the consumer role.' 
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088 (Settings, R. M. .The implications of recent litigation involving the 
Bights of* the mentally retarded. 'In The rights, of the mentally 
handicapped . A conference held in San Francisco, Cal ifornia, June 
14-16, 1972, sponsored by U.S. Department of Health, Education and 
Wel-fafe Regions- IX and X, pp. 19-24-. 

r ^ 

Presented are the implications ef present court suits involving the 
rights of the mentally retarded and what they mean to persons who have 
program .responsibilities at the state level. The suits are grouped into 
three types: (1) the right of treatment; . (2) right to education; and*'(3) 
freedom from involuntary servitude. Six implications resulting from recent 
litigation falling within these th'refe categories are briefly discussed. 
These* include: (1) Parents arid other consumers of services are displaying 
a new sense of militancy toward the substandard conditions which continue \ 
to exist in the state residential facilities and public school classroom 
alike;, (2) Charity is no longer good enough for the mentally retarded. The 
retarded have certain rights as citizens and Should receive 1 the beneffts 
attendent to- those rights as a basic constitutional entitlement; (3)>lany 
of ;the principles that were enunciated* jp the great civil rights decision^ 

- of the 1950 1 s and 1960's € have applicability to other minority groups includ- 
ing the handicapped; (4) Federal courts are showing a great deal more wil r 
lingness to delve into areas which previously were considered strictly • 
administrative domain; (5)' Failure of professionals to find meaningful solu- 

, tions to the problems of 'many retarded individuals has created -an atmosphere* 
of doubt and suspicion among consumers and society in general; (6) The qour^ts 
are redirecting our attention to the rights ahd prerogative of the individual 
and what he derives from our service programs. Thi s focus on the entitle- 
ments of the individual is proposed to be a heal thy counterbalance to the 

4 

view of many budget officials-, legislators, and programmers who prefer to 



\ * 
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y i 

consider things in terms qf service, groupings rather than the individual 
per se. Finally, the author discusses some of the administrative p^obl^ms \ 
surrounding the implementation of the recent court ^decisions. 

089 Goldsmith, B. 0. Coalitions of disabled citizens: . Basic organization 
and structure" BostoYi, Mass. : Tufts-New England Medical Center, 

Medical Rehabilitation Research and Training Center, 1979. 

• *. 

Author contends that unless careful consideration of internal organ-^, 
izing and external pTan^i ng for action take place, coalitions for' the 
handicapped will rise and fall. The purpose of this manual is to discuss 
issuer pertinent to the development and lifespan of coalitions for the 
handicapped \nd corlsider elements involved in operating v a coalition. Brief 
overviews of 17 existing state coalitions, (19 consumer controlled and 5 

* professional controlled! are provided based on a survey conducted by the 

' / 

Research and Training Center at Tufts-New England Medical Center. Contact 
persons, addressee, and telephone numbers for each, coal ition are provided. 
A- lengthy instructional discussion' on strategies for building toward a 
successful coalition, with existing coalitions to refer to; make this 
manual -very useful to those planning # to develop a coalition or provide 
training in the area*. Recommendations' from the author who has been, ex- 



tensively involved in coalition building with'handicapped persons- is 



provided. 

090 Goodkin, H. F. A guide to community Action for the handicapped . Chicago: 
Access Chicago,. Rehabil itation Institute of Chicago, n.d. 

Discusses the Access Chicago project, sponsored by the Rehabilitation 

Institute of Chicago, ^the objective of which is to remove the architectural 

and transportation barriers that confront mobil ity-limi-ted persons. A history 



. > 091 

- * - V 

of the program is outlined along with a description of its initial confer- 
. ence. The conference purposes of developing an awareness of barriers pro- 
blems, planning action, and exploring remedies culminated in a list of\ 
resolutions upornwhich subsequent activities were based, these ongoing 
operations primarily involved public awareness endeavors, c/nsultation with 

business *nd, government, bodies-, and'moni toring. Various methods and mechan- 

\ i A* - ■ « 

isms for implementing such programs are suggested includinq conferences, 

advisory councils, organizations, 'guide 'boqks, legislative surveys,, develop- 
ment anjfd passage of architectural barriers ^legislation and transportation 
pol icies,Jegal action, public' relations, and fund raising.— Appended ; to , 
this- handbook are listings t)f federal barriers legislation and fesp.urce 
persons and organizations as weljl as a sample of the project's newsletter., 
building survey forms, an illustration of a guidebook format, and mpdel .,. 
legislation and buildi/vg standards. \ # ' 



Graf, G. T. Outreach in ur*ban areas. In Cohering ton & G. DytSwad (Eds.), 
> New neighbors: The retarded citizen in~quest of a home. Washington, 
D.C.: President's Committee on Mental Retardation; 1974, pp. -143-159., 

.Issues relating to poor, inner-city retarded persons are explored, 

and the need for adequate cofoprehens-ive supportive services is stressed. 

Within this framework, advocacy outreach* services, as .exemplified by pro-' . 

jects STAR and^RKCUE, are discussed in] som$ detail # \ t j s suggested that/ 

such programs should be independent of publ ic .age7ici<es, and that^stafVinp 

arrangements which incorporate indigenous workers are of crucial impor- 

tance to a project 1 s success. : Necessary components of an advocacy outreach 

service Include the following: (1) case^f Inding; [2) referral J ,(3)>ar$nt/ 

training; (4) supportive counsel 1ng; (5) interagency cooperation;' (6 V.tar-* ; 

get area-community education; (7) supportive advocates; (8) v backup groOp 
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advocacy support; (9) consumer input; and (10) law enforcement involvement. 
It i ^recommended that, the^nation should commit itself to el iminating re- . 
tardation- caused by poverty and to meeting the needs of those aff 1 1cted\w1th 
retardation. In order to achieve these goals, it i s' furthermore suggested 
that all advocacy agencies for the mentally retarded must coordinate antf unify 
their efforts. 

' x 

092 Greenberg, P. The devil" has slippery shoqs: A biased biography of the » 
< Child Development Group bf Mississi ppi . London: The. Mac'mi'llan 
. Company, 1969. ; 

• Documents 4n great detail the hisWy of 'one bf the -Office of Economic 

Opportunity's Head Start projects funded under the. title of Ctiild Develop- 

,ment Group of Mississippi. This program was i nitial ly conceived and ad- 
, • * * ■" 

ministered .by a few white professionals, but it was based upon the radical , 
idea that, not only should educational opportunities be, made available to 
■ poor" black children, but also the schools should be run by the people them- 
selves. With a considerable degree of success, poor black citizens were 
mobilized/^ take charge of their own community endeavors^, but mucj hostility 
. was encountered f^om racist whites, local officials), and the federal govern- 
merit. This account was 3 written by a person who was involved in the project ' 
from its beginning, and it illustrates the struggles and reactions of a ' 
^ ^variety of its 1 participant's and ttie commitment of <child advocates fn the 
^ midst of formidable opposition* At*?o, demonstrated are some of the gains '* • 

4 m V 

accomplished by this program. * 
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Grikschett,^Gv w. & Granzin, K. L. Who are the csnsi/merists?. Journal 
"of Business Research , 197&,'3(1)\ 1-12. . 

"Attempts to disqern'the relationship between consumer 1 s' general 

orientation .in society to his or her position on issues in t consumerism.' 

Investigates t)ie problem of identifying key . characteristics of groups of 

people holding different *iews on consumerism. Three type§ of general 

measures are used to determine the relationship of ^ocial factors and/ ' m 

attitudes toward consumerism: fl) satisfactiorr with ope's social and 

\ 

economic environment; (2) trustfulness of others; 'and (3) the extent of 

§ i * .* . . 

one, 1 s reliance on business and/or government to protect the individual 

consume'r. -Based on. a cl u'ster -sampl ing scheme anti-random selection, 295 
persons responded to a six- page questionnaire containing items based on the % 
.variables hypothesized above as. well as demographic variables* To provide 
a basis for distinguishing among various viewpoints on corvstimerism, respond- 
ents were characterized on- the -basis of their similarity and 'difference of 
— \ * . e \ 

opinion or? consumerism topics. Six variables were i dfenti fifed as typical 
reflections of discontent of the consumer movement a*d proposed remedies, 
i.e., culpability of business firms,* need for more consumer protection, 
need' f^r protective legislation, need^for organizing corlsumers, need £or^ 
consumer education, and appreciation of consumer spokesman. XI uster anal- ^ 

'{5 ' » 

y-sis was ysed to simql tanfeously consider these variables and assign indivi- % 
duals to four homogeneous groups'. Multiple discriminant »analysis was used 
to test the nuTl hypothecs of no difference among the fou* groups. Scores 
Of. the six-variables are reported t for the four groups, A, B, C, and D, and 

summarized to depict their memberships. They are titled as follows: .Group 

* » •* ■ • * , 

A--gerieral consumeris'ts; Group B— selective c^nsumerists; Group C--organized 
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consumer* sts; Group D— organized consumerism rejectors. These four faces • 
1 of consumerism 'suggest the many different sets of attitudes' held by consumers, 
once 'again disproving the myth of consumers as a "mono'l i.thic constituency 1 . A* 
(Consumer's integration or contrawise alienation from* his or her. society effects 
his or her attitude toward the' marketing system..* To remedy consumer dis- ' 
contents, business- and governmental lead&rs must view consumer problems in 
their broader societal context to' develop a base for design.ingVpreventative 
and corrective programs. / / ' v 

/'...'■' v ' ; 

094 Grosser, C. F. New directions in community organization Fro m enabling 
to advocacy .' New York: Praeger Publishers, 1973. ' 1 1 — 

Political ^nd social devel opments. during the 1950s an"d.-19605 have pro- 

foun<f impl icatiops for community organizers-and planners. Impacting upon 

•them are both pressures toHnvolve consumers of social "we'l fare 'services in ' 

programs which influence their lives and resistance^) meaningful oitizen . 

participation from the ppliticaT and professional arenas. Examined in ' ' , 

detail are the efforts o£ the social' work and community organization 'pro- 

• fusions to adapt themselves to this volatile social^ climate and the pro- ■ 

• . blems and -issues with which they have to ftfuggle. Within this content, . 
7 '' * ' • s 

the following topics are discussed: the social factors which influence • " 

\ the development of wel fare systems and community organization; changes' 

'C which occur in public and voluntary settings both in terms of'newly created' 

opportunities and of modifications of traditional in'stltutionsi the effects 

• and uses of these changes; and long-term results and potentiaVof the' 

dynamics whiclriire in'" opera tion>. Demonstrated "is the evolving concern of 

•-„*;; - ' *' ' * 

organizer- planners for remedying social' ills, and, consequently, th<?ir 
jrhifted focus away from individual problems and -toward. advocacy f< the pur- 
pose of which is to correct the' social causes of human suffering. 



/ 
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095 Guskin^A. E.,*& Ross, R. Advocacy and democracy: .The long view*. 
> American Journal of Orthopsychiatry , 1971,410), 43-57. * \ 

Overviews broad socjal trends and^the development of the advocate 

♦ ■ * 

, r planner role. It is noted that, in recent years, the existence of 

'political pluralism has been limited to only c'ertain segments of the ptfpu- 
lation and that,- to a great extent, it has been replaced by social engineer- 
\ » ing. Within th-is framework, the advocate planner seeks to perfect plural- 
ism by* facilitating the Inclusion of otherwise unrepresented groups in the 



political process and tq- provide the technical expertise needed for effec- 

\\ " " i 

\ tive competition. The advocate planner has emerged with the interest in 



comrniinity control. of its own destiny and is a professional advisor to and 
spokesperson for low income grou^^i^the inner city'. His/her goal is to 
improve the quality of community and. individual life, and his/her functions 
* . - pnclude tf^fol lowing: (1) using political and technical advocacy to 

prevent abuses and inequitable cjiange; (2) applying professional -skills in • 
creating alternatives and' opposing unresponsive plans; (3) organizing * 
articulate community- groups; (4) acting as a liaison person bltween client 
t groups and city planners/decf sion.mak-ers; and (5) 7 collecting data to support 
positions. A major problem confronting such advocates is the establishment 
of trust by the client group. Advocates tan be characterized by belief in 
participation of thfe poor and the necessityof some short-range payoffs, 
distrust- of established decision-making bureaucraci^s^and ^a conviction / v 
) that planning and politics cannot be sepa^ited. The ^ffc^cy^of their role ^ 

is "Mynited^, f not only by social conditions in general /but also by^the facts 
- . that policy is made at the national level andT that community resourcO^are 

extrprtTely limited. Finally, it is suggested that for maximum effectiveness, ^. 
f MVoqatQ planners should organize themselves -into .a national movement. 

Sic ... . • ioi 
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096 Gwinner, R V F., Browfi, S. W., Hagan, A. J., Ostrom, L.* L., Rowe, K. L., 
Schlacfcer, J . L. , Schmidt, A, H. , &,Shroek, D. L. Consumerism. 
, In R. F. Gwinner et al . tEds.), Marketing: ' An environmental perspective . 
New York: West Publishing Contpany, 1977, pp. 497-527., : ; 

t Briefly traces the history of the consumer moyemSrrt in^business, an'd 

defines it as "a force within th^ macro environment designed to aid and pro- 
tect the consumer by exerting moral , ? economic, and political-legal -pressures 
on business." The following goals of consumerism are discussed: (1) the 
buyer needs help in coping with the complexities of the marketplace; (2) corj- 
sumers need protection from fraud and deception; (3) consumers need gompeteijj 
representation in government; (4) consumers want strengthened competition in 
business} (5) consumers want government assurance of safe products,; (6) prqb- 
^lems of low-income consunjprs should be considered; and (7) business should 
be knowledgeable about the needs of consumers. . Specific consumer complaints, 
are listed, and leaders in the movement are described.^ President Kennedy's 
statement on rights of consumers ts presented*. Some criticisms of consumerism 

' # are that it is destroying the free enterprise system, it underestimates buyer 
sophistication, the approach is negative rather than constructive, and inade- 
quate competence 3md accountability of consumerists. Special problems ^of 
the low-income consumer are reviewed, with focus being, given to metropbl itan- 
area dwellers, the elderly, rural dwellers, American Indians, and the Spanish 
speaking. Since consumers must be knowledgeabl'e 1 rv order to make business 

more responsive, a prescriptive framework for developing effective consumer 

' 9 -I' 
n education programs is presented. , , 
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097 Haggerty, D. • E. Definitional aspects pf advocacy and protective services. ■ 
- \ In 6". J. BensTjerg & C. -Rude- (Eds.) , Advocacy systems for the develgp- 

. mentally disabled . 'Lubbock, Texas: Texas Tech- University, Research 
and Traini-ng tenter in Mental Retardation, 1976, p.p. 43-50. 

'•* » * 

Perceives the term "advocate" as synonymous with "lawyer", and defines 
advocacy as to "actively support a cause-- to plead on another's behalf." 
Some-legal processes which do not'fall under the category of advocacy are 
noted, and aspects of the historical development of* advocacy for the 
developmentaUy^disabted are overvjewed. Within this framework, it is 

pointed oat that the parent volunteer movement which began in 1950 did not ■ 

' \ * t - ' # " 

t embrace true legal advocacy. ^This only began later with the Pennsylvania 

right to education ca£e which was^the first class action suit of its' kind. 

The background of this case is reviewed, and .the recognition by national ' 

associations of the, possibil i tie's inherent in litigation is discussed. It 

4 is cautioned that, al though lawsuits have become preval ent in this area and. 

♦ 

courts have demdnstrated a willingness to project the rights of persons 
.unable to care for themselves,, legal advocates. must carefully define>their 
terms before proceeding in- court. Among. the issues which must be addressed 
are: whose rights are being- represented; what "quality of life", is being 
advocated^ and who can best serve as advocates. 

098 Haggerty, D. E. Legal advocacy. Amicus, 1976, 1(4), 11-13. 

Points out, ; that legal advocacy on behalf of the developmental ly dis- 
' abled^has made'a significant impact.beginning with«.the Pennsylvania Associ- , 
a ti on .for Retarded Children y, Pennsylvania case in 1970. This litigation 
was a class action suit*to establish a right to education for retarded 1 
youngsters, and it resulted in educational opportunities as well as legal 
precedent. Following the success of this case, simi.lar ones beoeme very 
- 
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numerous, jrnd the legal approach* has gained significant momentum.. However, 
it is cautioned ,tfcfct legal advocacy fyas limitations and that it shoulcJ only 
be used as a last resprt. In' order to achieve a desirable disposition,, 
• , issues must be properly presented to a court. But before this can be done,, 
legal advocates mast cprtcern themselves with defining terms relevant to 

9 

their cause.. ..That*Ts, they should be very clear and precise in regard'to 
r their conceptions of such areas as proper treatment, rights to 'be^ protected, 
and quality of life before submitting cases related to these to the court. 
It«i£ furthermore suggested that advocates must take care that they truly 
represent the interests of their constituents, and it is strongly asserted 
that service providers cannot play' this role. 

099 Hallgren, B., Norsman, A. , & Bier,D. Life, liberty, and the pursuit 
P , of happiness: A sel f advocacy curriculum . Madison, Wisconsin: 

Wisconsin Goal 1,ti off for Adv-ocacy and the Wisconsin Association for** 
Retarded Citizens, 1977. 

A curriculum developed by the Wisconsin Association for Retarded 
Citizens and the Wisconsin Coalition for Advocacy. Designed to help pre* t 
pare developmental ly disabled pfersons for more effective self-spokesmanst)1p. 
Specifically, this 12 session self-advocacy course, which can be imple- 
mented within a 12-week period with one two-hour session per week, 1s - 
intended to introduce developmental ly disabled persons to basic concepts 
of individual differences, independence, human/civil rights and responsi- 
% b-f 1 1t1es, laws, and thejlaw-making process and sel i- advocacy. The authors 
•note that these materials are intended to lay the foundation for more de- 



' tailed. one- or two-day workshops dealing wi\th specific rights and entitle- 



i.ng wr\t 

ments in areas such as voting, SSI^ vocational rehabilitation services,* 
housing, and the like. 
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. 100 Haimier, P. Advocating for resources. In J.. L. Paul, R. Wiegerink, & s 

6. R. Neufeld (Eds.), Advocacy: A role for DP councils . Chapel Bill, 
• North Carolina: Developmental Disabilities Technical Assistance System, 
* , ™J S > PP- 85-119. >„. ' ' ' . / 

Asserts that two strategies are being utilized within the developmental- 
disabilities movement to modify the competitive system of distributing re- 
sources: direct accessing of people, information, and goods; and ''advocacy.-; 
Both of these 'approaches involve monitoring, intervening, and influencing- 
the "decision points of publ ic .resource distribution." That is, in order* 
to effectively assure benefits to disabled persons, existing patterns of 
public funding must be understood and -used. Within this context, past and 
future trends in resource allocation are tracedjncl uding consideration of 
social programs of the 1960s, categorical grants^ consumer participation, 



ft 



ne^ Federalism, revenue sharing, and the Supplemental Security Income program. „. 
, ' In regard to the latter, ,it is, suggested- that developmental disabilities 

councils can help the disabled applicant' by means bf providing .training for 
involved service delivery personnel, monitoring the impl ementation -of thts , 
program, and oTfering information and advocacy services to .individual s 
m needing assistance. Appended is a set. of training materials simulating the 
problems of a disabled person applying for Supplements Security Income 
benefi ts. 

" S ' 

101 Ha-nlan, A. Public welfare, civil rights, and-human rights. Public 
Welfare , 196ff, 27(1 ), 36-39. • , " — 

Assumes that the role of public welfare is to help society . survive 
with its principles intact. It is further asserted' that we can master 
our nation's fate and work. for a society in which everyone. takes part in 
•the good life. In regard to public welfare workers, it is stated that 
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they must acquire a dual perspective 'of their work which includes an under- 
standing of the program and of the recipients views. The letter -involves 
both recognition of recipient resentment and hostility and also the skills 

with 'which to deal with it constructively. "£ubl ic.wel fare must establish 

r— • , » 

1 new working relationships with many sectors of society with the highest 

priority, given to encounters with the poor. It is necessary that these ' 

• • 

• encounters show respect for their humanity, affirm their dignity, and x 
demonstrate. a >humanization of the, day-to-day administration of public 

welfare. * r 

<% . 

102 Hanna, J. Advisors role in self-advocacy groups. American Rehabilitation 

• 1978, 4(2), 31-32. ^ H 

- i. -Discusses a People First organization fn Kansas, the purpose of which 

,? 

is to allow developmental ly disabled people the opportunity to make their 
* ° v 

own decision^. It is suggested that the major role of an advisor to such 

a group is to help members develop the skills and confidence for making ; 
decisions. He or she should also help develop^al ternatives.' Advisors must 
accept the philosophy of People First and ,avoi*d labeling and stereotypic 
judgments. 4 They should\^sume members ^an do things until they prove other- 
wise, and find^th'e fine 1 ineNpetweeif helping enough but not too much. 

103 Hansen, R. F. United Cerebral Palsy Associations of San Mateo and Santa 

Clara Counties Child Advocacy Project: Seven reports gn component 
processes , Palo Alto, California:' UCPA of San Mateo/Santa Clara 
Counties, 1975. ' * / 

Describes a child advocacy project, the goal of which was to increase , 

participation of parents of developmental ly disabled children in policy and 

planning -decjs ions affecting county-level services. The following seven 

reports are presented: (1) process of assessing the community environment, 
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which describes early orientation activities' and decisions; (2) process of 
r data collection and use, which discusses tactics and hurdles to be overcome 

as well as charts, maps, and tables made^ publ ication *of a consumer re- 
. ference pamphlet, available social planning data, and use of information in 
developing formal and informal proposals; (3), process of expanding the role 
of case advocates, which illustrates the limitations of case advocacy alone 
and roles of both internal and external advocates; (4) process of building 
a network of support, which defines various types of support nroups and roles 
of both consumers and' professionals; (5) how the agency changed, which 
* reviews organizational change th^pry and modifications within the host 7 
u agency resulting from the advocacy project; (6) how the arenas for^advocdcy \ 
were found or constructed, which overviews the theory of advocacy as func- « 
tioning within an adversarial setting and activities taking place in various 
forums; and (7) how specific programs. were developed, which points out the,' 
difference between consumer advocacy and developing new services as well as 
some approaches to fulfilling identified needs. 

104 Hansen, R. F. Alternatives in lay advocacy. In L. D. Baucom & 6. J. 

Bensberg (Eds.), Advocacy systems for persons wi^h developmental disa- 
bilities: Context, components, and resources . Lubbock, Texas: Texas 
Tech University, Research and Training Center in Mental Retardation,' 
1977, pp. 127-130. 

Identifies four types of lay advocacy: (1) citizen advocacy; (2) advo- 
cacy by parents of disabled small chil dren; J3) advocacy by disabled adults 
and adolescents; and (4) advocacy by parents of disabled adults and adoles- 
cents. The last three' types are considered to be consumer advocacy. Advo- 
cates perform a variety of functions including consumer and«citizen advocacy. 
Advocacy takes place within an adversarial system. Ten' critical elements of 
this adversarial system are identified. 

•'. ' ■• no ' 
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105 HarnioorJ. Jr. Wha speaks for the handicapped? Ameri can Rehabilita- 

tion, 1976, H5j f 19-23. , , = 

Discusses the legislative process relating to rights* and services for - 
disabled citizens and the role of citizen advocates in this process. The 

0 

history of federal i/ivol vement in rehabilitation services is traced starting 

with legislation to provide assistance to handicapped veterans 'in 1918, 

/ continuing_through the Federal Rehabilitation Law in 1920,' the Barden- 

*LaFollette Act of 1943, the Vocational Rehabilitation Amendments of 1954 and 

1965, and culminating in the 1973 Rehabilitation Act. Particularly noted 

is. the part played by professional associations, professional leaders, private 

. • \* \ 

individuals and groups, and consumers of services ^.in influencing the enact- 

ment of , these laws. Of special significance is ttie gecessity for advocates- 

to monitor tjie appropriations^ function aS well as the authorization one and 

f % to speak to legislative priorities to assure that the "moral and pragrrfttic- 

expectations of society" are met. In addition to impacting upon . the legis- 

lative proee&s, it is also important that advocates impact upon the adminis- 

tration. of laws, congressional oversight hearings, and state and. local 

roles. It is concluded that the -quality -of legislation depends'upon f^ll 

citizen participation but^that the greatest- responsibil ity fqr speaking o v n 

behalf of the handicapped lies with the handicapped themselves and with 

those who work with them. ' " 

106 Heath, D. L. People First develops group identity , Independence. 

* D, 0. Polestar , 1979, Ub) 9 3-4. (Wei fare- Research, -Inc., New York) " 
t * * 

Briefly describes the philosophy and goals of the People First organi- 

zation in the Northwest, i.e., Oregon, Washington, and California. People 

First strives to help MR/DO persons to develop t into role models and leaders 

ERIC \ ( . 
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to others who share their handicapping conditions. The major goal of the 
'organization is 'to help its menibers learn to speak for themselves and make 
decisions about their own lives. A focal 'point of People First is small 
group meetings, where persons with handicaps' learn to. talk and listen to one 
another and rthy meetin^ These experiences . represent the vehicle through 
which handicapped people move through "tjje process" of learning to become 
their own people— their own group. The^ole af the. "helper" in People First 
is discussed. Helpers are nonhand.icapped people who guide and facilitate 
but do not lead or direct. "the process." 

4 

1 

107 Heath, D. L. , Schaaf, V., & Talkington, L. W. People First: Evolu- • 
tion toward sel f- advocacy. Deficience Mental e/Mental Retardation, 
1978, 28(2), 1-6. ' — " ; " 1 

Traces the origin and development of People First conventions in 



Oregon. Two staff and three residents of a state facility in Oregon 
attended a meefing-in British Columbia in 1974 billed as. the "First 
Convention for Mentally Handicapped in North America. 1 /. Oregon partici* 
pants Returned home io plan a similar convention. -Wi.thin four months, " 
a v core planning group was started. In the fffth month, People First was 

# started as a formal organization, $nd executive officers were elected. 
The first People First convention was officially called to-order in the 
Fall of 1974 -with 560 handicapped people. attending. Since that' time, 

■ conventions have become and 'annual event. Article briefly describes the 
role of the "helper" in the conventions. ^Personal accounts by handicapped 
participants regarding their experiences.' and perspectives 'of the cdnfer- 
ehce are included. 
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8 Helsel, E*. D". Putting it together in Ohia: Parameters, definitions, and 
- alternatives for protective services. In C. K. S'igelman (Ed.), 

Protective, services and citizen advocacy . Lubbpck, Texas: Texas Tech 
University, Research and Triining Center in Mental Retardation, 

* \ "1974, pp. 23-32. 

Recognizes' that ma'ny disabled people need help as they attempt community 

♦ living, and protective services, which. include both legal and social assis- 
tance, are intended to aid clients in managing themselves and their affairs. 
Protective service systems, such as the one in Ohio, are internal advocacy 
programs operating within the framework of state government. Mechanisms _ 
developed >by various* states for protecting the human'and civil rights of 
handicapped persons are briefly described, an<T the evolution of the Ohio 
Protective Serwice System is traced in some detail. This agency was estab- , 
lished bylaw in 1972 and designed so as to*keep i ts -moni toring,\program 

^_^itvrLa*_an d advocating functions indepen den t of serv ice delivery. The mean's 

\ \ y * ~~; ^ 1 

by which individuals enter this system are disco-sled, and the responsibilities 
t of protective service workers ^are outlined. Included in the overall scheme 

is a role for persons independent ^f that system. Private citizens function. 
. as both rnqpitors of the protective service system and as volunteer personal 
advocates. As the thrust^toward dei institutional Ization gains momgfitum," 
means must be provided whereby appropriate-entitlements and opportunities 
a*e guaranteed to disabled people. The, Ohio system is one attempt toward 
achieving this goal * 

r « 

Hermann* R. 0. Consumerism: Its goals, organization and'future. Jour nal • • 
of Marketing ,. 1970, 34, 55-60. . . . ~ 

The consumer movement of the I960' s is examined and v compari sons are ♦ 

made.with the consumer movements o^ the early 1 900 1 s and 1<&0.'s. Author 

notes that a common factor underlying the three eras w&-tjj£t they occurred 

* ♦ f . 
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in periods in which consumer prices meant declining real incomes for a s^g- 
nificant portion of the population. However, he notes that while frustra- 
tions *af fee ting many people are a necessary prefequisite for the evojvement 
of a large movement, the existence of frustations does pot automatically 
result in a movement* He proposes that for a* movement to grow, there must 
be both| (1) a vision of a better state of affaors and a beligflhat it 
can- be attained; and (2) l£e emergence of leadership and the developtoent of 
organizations for*attaining the goals of the movement. As for the goals 
of the consumer movement, the author contends there is a lack of overall 
philosophy and program of action. Rather, consumerism is "a conglomeration 
of separate groups, each with its own particular concerns, which sometimes 
form temporary alliances on particular issues/ 1 In predicting the course 
of consumerism, the author notes that, "The history of the consumer move- 
ment ^gg^'s^tfratrtfre^Jrese n t er a o^unrest will continue due to the 
pressure 6f further inflationary price increases and rising taxes on con- 
sumers 1 purchasing power. The consumer movement also will be aided by the 
increasing use of'c<}h£umer issues by politicians seeking voter support." 
Finally, the ever increasing number oforganizations in the consumer move- 
ment will increase the likelihood thatTconsumer unrest will persist. How- 
ever, 'he predicts that consumer -issjies will continue to be selected- by 
historical accident. • •* 

■ ' , :' ■ V / 
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110 Herr, S. Advocacy under the 'Developmental disabilities Act: Summary 

of a discussion paper on implications of^Section Tlj, p.L. 94-103 . 
Washington, [>.C: U.S. Department of Health, Education and Welfare , 
^ Office, of Human Developmeat, Developmental Disabilities Office', 1976. 

» 

Rais*es>a number of discussion points related to the establ ishmentof 
the advocacy systems for the developmental ly disabled as mandated by Public 
Law 94-103, Section 113. Essentially, this legislation requires that 
state* have in operation by October 1977, a system to protect and advocate 
the rights of this population which has the authArity to pursufe legal, 
administrative, and other appropriate remedies and is independent of any " 
agency providing treatment, services, or habilitation to the developmental ly 
disabled. Advocacy programs presently being operated in Minnesota, Ohio, 
and New Jersey ^re described, and the following issues are analyzed: -(1) 
requirements of independence; (2) rightTtg be protected and advocated; (3) , 
designation^) implementing agency; (4 # ) class of persons tQj>e benefitted; 
} (5) maximizing resources; (6) availability of legal resource s7 citizen 
advocacy resources, and protective services; (7) interrelationship of legal 
and citizen advocacy; (8) authority to pursue remedies; (9)* manner of desig- 
nation; (la) personnel requirements; ,and [1U interface* with other recent 
* legislation. Criteria for implementation are summarized, and ; it is con- 
. ^ eluded that* use^shouVd be made^of existing models and that aJJ^vavlable 
resources should be accessed on ^behalf' of the developmental ly disabled. * 

- . p ■ " — . * * * . 

111 Holder', *H. p., Pelosi/J. ^ixon, R. *T.. A mat'te'r of service: v How to 

^onitor agencies that serve children . Durham, North Carolina: Chi.ld 
' "Advocacy System Pnoject, Learning Institute of North Carolina, 1974. 

The concept of child advocacy embodies the resolve to insure adequate 

services to every child. Monitoring of the quality and adequacy of services 

is an essential component of child advocacy and one which should be the 
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responsibility of concerned citizens. Presented in detail v is a sequence 

of .steps by>which groups of persons can monitor In brief, these procedures : , 

are: (1) inventorying the current public and private agencies actually 

serving children; (2> selecting from this inventory those agencies that < 

should be monitored; (3) identifying tfoe basic data or indicators which 

)uld be" collected, measured, or observed during monitoring;, (4) selecting 

. the data collecting technique and collecting data on the selected agencies 

and/or clients served after'step 5 is completed; (5) determining* the scope 

(extensiveness and frequency) of monit#Mr#; and (6) summarizing and analyzing 

the data collected to determine the need for action and using the data as a 

basis for advocacy actitn. Possible ways in which the gathered information 

^ can be used are briefly discussed, and a child service agency description , 

% J 

form and an account of sampling procedures are'appended. • • * 

9 ' \ i 

s 

• * * 

112 Holland, T. P. The politics of "community acjtiop^ In C. Cheri/i^ton \ 

\ G. Dybwad (Eds.), New neighbors: The retarded citizen in quest of 
\ a home . Washington, D.C. : President's Committee on Mental Retarda- 
* \ tion, T974, >pp. 173-181. ' . , . \ ^ 

Asserts that a strong advocacy movement is needed in order to assure 

to mentally retarded persons supportive community services which will enable y 

a ' 

them to live a normal life. Advocacy generally involves "planned exercise 

' *- • \ • . '' - 

of social and .pol itical influence" so as^to enable access to services, and a - 

■• . y 

number of methods must be employed in effective advocacy. These include: 
(1) documentation of neads and potential services; (2) analyzing means by 
which this retarded may access services; (3) inventorying resources for in- 
fluence;Suid (4) persuasion. In addition^ advocates c'an induce change by 
offering new advantages to decision makers and by applying undesired influences. 
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If is also important that they remain realistic abogt their'^otential for 
facilitating change and that they formulate ahcKmoni tor. an appropriate course 
of action. It is concluded that^used systematically, advocacy can result 
in needed changes which will support- the normalisation principle. 

Hoshino, G. The public welfare worker: Advocate or adversary? Public '* 
Welfare, 1971, 2ft(l) f 35-41. m • 

• Discusses- the welfare worker's advocacy role as it relates to CQurt 

* • * < * 

.decisions. In particular, the findings in the £au1 t v. Arizona and 

A , « ^ ~ 

Goldberg v. Kelly cases % have the following implications for. welfare policy 
and practice: children have constitutional rights related to all aspects 
of their cart; the captive population of parents anchchildren referred by 
£purt for, services may be^drastical ly reduced; and. agency proceedings 
are now admittedly adversarial in nature rather than "casework processes." 
These cases furthermore' suggest that file investigative and service^functions 



cannot be performed by the same person. Advocacy is proposed as ; a basis for 
providing welfare services in terms of the assumption that the service myst 
be to the client's advantage as seen by'hirru. Since advogacy implieV^an 
adversary, . it is frequently limited as it relates to a' Worker's own > agency* 
and the raw. i In order for 'a. public wel fare- worker 1 ^ advocacy role-to be 
"elective, .the following, conditions 1 must be met:. (1) a consumer population 
knowledgeable about its rights; '(2) an administration that supports client 
advocacy even a^hinst itself; (3) recognition that public welfare embraces 
both service and adversary elements; (4) separation of investigation from 
service; and (5) workers and supervisors who are willing and -able to be 
advocates. It is' concluded that the prospects for realizing these conditions 
/are not optimistic butxhat there 1s some movement toward their achievement^. 

. : . . / - 
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114 Howe, S. Reyjfw -of literature: Consumer ifivolveipeftt in rehabili- 
tation 1958-1978, Unpublished gianuscript, Tufts-New England Medical 
• . Center., Research and Training Center, January 1978. 

i ' ■ 

Briefly annotates thirteen references on the ,topic. ^ 

. \ . ' • ■ 

115- Howe* S., Minch, J., & Fay, F. Consumer involvement in^the delivery of 
rehabil itatipn services . Bost6n„ Mass. iT Jufts-New England Medical 
Center, Rehabilitation Research and Training Center, 1979'. * 

' ' .' \ t / 

First study undertaken that identifies and investigates various* methods 

erf consumer involvement used by vocational reK^flitation agencies. Its 

purpose was to gain an/overview of the " state- df- the- art" in consumer in- J 



volvement by discovering how both disabled gogsunigrs and state vocational 
rehabilitation agency personnel perceive the current practice of consumer 
'involvement* Specifically, this 'research* f&Cused onr (1) methods of communi- 
cation used between consumers and ttelr state vocational rehabilitation 
agencies; (2) the extent to which/these methods, are* employed nationwide; 
(3) specific aspects of state agency's operation consumers actually pa>ti- 

cipate 1n; and (4) how wel 1 -both consyme$s ,anjd state vocational rehablli-*' 

* •# 

tatlbn agencies are meeting their responsibilities as defined in Chapter 25 
df theyRehabl) itation Services Manual ./The> research .design for the study 
consisted of two comparabl e questionnaires— one for consumer organizations * 
and one for state vocational rehabilitation agencies. 'These surveys posed 
questions abojjt consumer involvement activities as outlined in Chapter 25*. 



9 

ERJC 



The study found that tt]e most common model of involving consumers 1s through 
the use of advisory boards. The most repetitious finding of the survey was'^ 
the disparity between agency Vnrf consumer respondents on the, extent and 
effectiveness of the consumer Involvement process. Consumer and aggpcy ' 
respondents differ in their opinion of what and 'how consumer involvement 
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, activities, are faking place. Although 73* of the agencies stated that 
they u§ed advisory boards as a method of communication with consomer orcjan- 
izations, only 34% of the consumer respondents stated that they knew that 
this method was being used. The response rate of consumer organizations 
was low, approximately 12%, while the response rate from state vocational 
rehabilitation agencies was 95%. The authors speculate that the low re- 

? spfcnse .rate from consumers may be duetto consumer^feel ings of alienation _ 
front the system to the -extent that they did not feel they could participate 
in the survey. *The low response rate may also indicate the lack of organi- 
zaiion in consumer groups, lack of staff; or lack of knowledge about con- 
sumer involvemdht programs unsolicited by the survey, but volunteered by 

\many states is sunrnarlze^^al lowing- the findings. 

D Hub er, J. A consumer's need" for technical assistant^. Consumer Advocacy, 

^p^T^9787^^|n)^rtment of Health, Educatftm^and Welfare, Develop- 
mental Disabilities Office, Consider Advocacy Project, Washington, D.C.) 

Member of the Indiana DD Council ,' chairman of Indiana's ProtectionN 



and Advocacy Plan Committee, founder of a Parent of the Handicapped Organ- 
ization, and parent of a DD child, author expresses "hopes and doubts for 



the role of technical asistance. .Expresses that DD councils typical ly«/&ck 
a cohesive identity and cohesion d^e to opposing (interests and interest 
groups, e.g., adult vs. child interests, people representing Cerebral Palsy, 
vs.Jthpse representing MR. With regard to state budgets, it is consumers 
and providers fighting administrators. Suggests son)e areas where Technical 
Assistance might help, e.g., supervise the development of the state DD 
Plan for 1979, and technical advice on methodology, computor technology, 
demographic and epidemiological data, etc. 
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117 Humberger, E.,. Bauer-, E. W. , & Davis, D\ W. Regionalism. In J. L. Paul, 

R. Wiegerink, & G/ R. Neufeld (Eds.), Advocacy: A role 'for DP councils . 
Chapel Hill , Nor.th CaroUna: Developmental Disabilities Technical 
* Assistance System, 1975, pp.' 67-84. * 

' WitMn the framework of the developmental disabilities council. 1 s 

, xt advocacy role, the organizational form of regionalism is discussed. Three 

sections address the following issues: (1) regionalism and advocacy, which 

0 

traces^ development of regionalism, the importance of the consumer per- 
* spectiye to the delivery of services, and the Velevance of these to advocacy 
and the -developmental disabilities movement; (2) a parent's view of the 
advocacy role of developmental disabilities councils, which examines the 

4 * * * 

Organization of consumer groups, problems involved in accessing services, • 
and 'the responsibility of developmental disabilities councils for assuring 
comprehensive services and for coordinating advocacy endeavors; aifd 
(3) organizing Gomrnunities to serve developmental ly disabfed citizens, which 
proposes organizational strategies s.uch as interfacing groups, prlorUy 
setting, an d develo ping constituencies for implementing programs. Also 
included is a description of the nominal group procedure, a tool for setting 
priorities and using them for program development. 

118 Ishiyama, T. The ment^T^ospital patient- consumer as a determinant of 

services. Mental Hygiene , 1970, 54(2), 221-229. 

« ^ • 

Asserts that little meaningful^ change has occurred' in the mental • 

health system since services and conditions are still contingent upon 

the paternatistic benevolence of staff. Suggests that quality control 

0 

and demands for chajige must come from consumers in a process of bilateral 
negotiation. Such negotiation does not occur in the mental health system- - 
I' because the field is pot competitive and the patient is seen as a product 
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-v rather than as a.xonsumer. In reality, the- prerogatives of a consumer 

belong to the public instead of the patient in the sense that the hospital 

i 

is answerable to the community. In spite of a growing aw^ene's'S on the 
part of both staff and the public of the needs and rights 6f patients, in- 
herent problems limit the effectiveness of initiatives %rom these squrces. 
Author asserts that in Ofder to change the public mental hospital system, 
the hospital Vpower structure must be changed. The patient must be de-\ 
fined 'as a consumer, thereby affording to him a power bas£. In sucfiva 
situation, the consumer could pla^e demands upon service providers and 

• r- 

negotiate' for services. In addition, the monopoly on service provision 
& must beel/fminated and the patient allowed to select his own providers. 
Many benefits would result from such a systegj. For example: (y. bureauc- 
racy would be reduced; (2) patients would demand competent staff; (3) staff 
could receive meaningful- rewards from patients; (4) patients would not be 
so 'Virtnerable tQ staff; and (5) the negotiation process itself would be 
therapeutic and growth producing. For patients unable to negotiate on 
their own, advocates are needed. These advocates must have a source of . 

power, and it must be clear to all that they are representing the patient. 

• * i 

119 Jertson, J. M/\ Self-help groups. Social Work , 1975, 20(2), 144M45. 

Article on the value, role, and function of self-help groups which 
are def ined, as*small groups of people with common problems who work to- 
gether to achieve specific. behavioral , attitudinal, dr cognitive goals. 
Author addresses two elements of self-help groups which are consistent in ' 
the literature and present exciting and problematic implications for pro- 
fesstonal social work practice. These include the widespread optimism 
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expressed regarding the effectiveness of self-help grpup^ and the role of 

. & 

proJe$sfonals in their formation and organization. Author states that 

self-help groups are successful, and speculates that facilitating self- ~ m * 

* " / 
help groups may of f er a constructive and stimulating focus, for profes- 

sionals. He goes on to question the appropriate rol e of the .professional, 

e.g., How much- control shoul^ the practitioner tW?; Will groups cease 

\d be self-help if a professional organizes and structures, them? 

<"',. . <. 

120 Joint Commission on Mental Health of Children, Report of. Crises in chi ld 
mental health: Challenge for, the 1970''s . New York : Harper .and Row, 
Publishers, 1970. ' ♦ 
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Offers a detailed analysis of forces, operating, within contemporary 1 

American society which impact upon the growth and development o^^^dren 

and youth. Vhi s fc cu1mtnates in the Commission's first recommendation to 

establish a nationwide system of child advocacy with councils operating at 

the neighborhood, local, state, and national levels. Other recommendations 

relate to community programs Xo~ offer supportive, preventive, and remedial 

services; research; and manpower and trailing. A bulk of information upon 

which the recommendations are based is included under the following topics: 

• ~* * 
(11 Contemporary American Society: Its Impact on the Mental Health £f Children 

and Youth; (2) Contemporary American Society: Its Impact on Family Life; * 
(3) Poverty and Mental Health; (4) Children of Minority Groups: A Special 
Mental Health Risk; (5) Emotionally Disturbed and Mentally, 111 Children ' 
and Youth; (6) Social-Psychological Aspects of Normal Growth and Develop- 
ment: Infants ar/d Chil dreri; -(7) Social-Psychological Aspects of Normal 
Growth and.DeMopment: Adolescents and Youth; (8) Education and the 
Mental Heal th of Children and Youth; (9.) Employment: Problems and Issues 
Related to the .Mental Health of Children and YoSs^ (10) Research; and 
(11 ) Human Resources for Hyman Services. • * ' 

' — o 



21 



Juarez and Associates, fhc. A proposed' prototype system for evaluation 
of the Client Assistance Project^ Program ^ Washington, D.C.: O". 
Department of Health, Education and Welfare, Rehabilitation Services 
Administration, April 1978.. 

Describes the proposed evaluation system designed by Juarez. and Assoc- 
iates to evaluate the efficacy and impact of the Client Assistance Projects 
Programs. The evaluation systfem \facil itates identification of the Pro-am 
process and outcome via' the collection of two types Qf data: (1) client- 
level data; and (2) project-level data. Client-level data ar*e recorded on 
the Client Assistance Form (CAF) which provides spaces for information re- 
garding the nature of the client's problem, the assistance intervention, 
and basic demographic data. "Hi^tAF is intended to enable the urwform, sys- 
tematic collection of relevant client data thus providing insights into 
project performance without increasing data collection responsibilities. 

Twaforms, the Project Profile Form (PPF),and the Guided Interview Form (GIF) 

r 

were developed to measure the overall aspects of project's activity , opera- 
tion, and effectiveness. Together, these two instruments yield project- 
level information in the following areas: project objectives; project 
staffing; outreach and referrals; major areas of client concern? project 
procedures 1 ; the nature of project's relationship with the state VR agency/ 
and notable successes, limitations/and constraints which are associated 
with the project's operations. Evaluation system was designed for utili- 
zation by the Rehabilitation Services Administration (RSA) 1n monitoring 
and evaluating, the Client Assistance Program. Juarez suggests that both 
the'CAF and PpF forms may be self- administered while the Guided Inteview 
should be conducted by a member of the RSA program evaluation staff. 
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122 Juarez and Associates, Inc. A status report on selected Client Assistance 

Projects . Washington, D.C. : U.S. Department of Health, Education'an^d 
Welfare, Rehabilitation Services Administration, April 1 , 1978. 

Investigates the current practices and operations of the Client Assis-' 
tance Project (CAPs). Juarez and Associates visited five CAP-s programs 
which servd 'as the orientation phase of tfie investigation. To ensure that 
adequate data about the Projects characteristics and activities* were examined, 
a Project ^valuation Profile Form was developed. A Client Assistan^Form 
(CAF) was then designed to. aid in the systematic* col lection of client in- 
formation. Both forms served as the basis for. the prototype evaluation 
system. fol lowinq a pretest and major revisions. Next, the 18 ongoing CAP 
programs were stratefied by project age and geographical scope.^F^om these, 
11 projects were randomly . selected as data collection pilot sites. Two-day 
visits by two field investigators to the sites consisted of contacting the 
project director, conducting a guided interview, and determining client v 
data from files. Information contained in the resulting report is descrip- 
tive and not evaluative. It identifies the following: sources of referrals; 
project objectives; staffing; DVR caseload statuses of clients seeking assis- 
tance; and project successes, limitations and constraints. Two categories, the 
types of client problems and methods of CAP intervention, have each been 
grobped into eight general classifications. 

123 Kahn, A. J., Kamerman, S. B. , & McGowan, B. 6. Child advocacy: Report 

of a national baseline study . Washington, D.C. : U.S. Department v 
, of Health, Education and Welfare, Office of Child Development, ^ 
Children's Bureau, 1973. 

• Presents the findings of a study, the purposes of which were to des- 
cribe ongoing child advocacy activities and to impose some conceptual order 
upon these depictions. The development of child advocacy is traced, and 
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of opinions of advocates. 



the many guises it has taken are overviewed in term;, 
federal prtfarams, and statistical sketches. Based on this examination, it 
is suggested that child advocacy be conceived as "a core of organized or 
organizable activity that is unique and continuous with the advocacy' identified 

a * 

elsewhere tfn social welfare," and that it be defined as "intervention or\ 
behalf -of children in relation to those services ancf institutions that 8fe 
impinge on their lives." Advocacy is then further discussed in regard to 
its relationship to chTld welfare, the sanction to advocate, case vs. clasps . 
\ advocacy, it^process, use of legal and nonlegal techniques, and targets 
for intervention. .Special consideration is given to the significance of 
goals, processes, and structures to program opera.tio* 1 Finally, study 
• results are summarised, and a series of both general and specific recommenda- 
tion? is proposed directed toward the federal level, funding agencies, the 
NQffice of Child Development, the major human service agencies, and planner? 
of local programs. Appendices include descriptions of 10 projects, a list- - 
ing of chi1.fl advocacy programs, and references. 

x . . , 

124 Kamerman„ S. B., Kahn, A. V J., & McGowan, B. G v Research and advocacy. 
• Children Today , 1972, H2), 35-36. 

Discusses a child advocacy research project, the purpose of which is 

*> 

to .gather and clarify information related to advocacy. A review of the 

battr^vound of child advocacy reveals that it is perceived in many different * 

♦ways and is approached from many different perspectives. However, an 

advocacy^movement has developed which is founded upon endeavprs at the national, 

state, and local' levels. The research further involves a survey of programs 

and activities which are'or can be labeled child advocacy and an in-depth _ 
» • , 

study of a sampling of these. A number of issues identified for investiga- 

*> 

tion include the following: (1) the feasibility of combining various types 
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of ^advocacy s^ucjh as case advocacy, monitoring, and class advocacy within a 

single program; (2) focus upon child services versus family or community 
needs; (3) the advantages and disadvantages of advocaoy* within the public 
and private sectors; (4) the persons best suited to play the advocate role; 
(5) the role of sel f- advocacy; (6) the relationship between child advocacy 
and child protective services; and (7) the potential of advocacy for effec- 
ting significant change.. Also discussed are the research methodology and 
research questions. , r - 

125 Katz, A. Self-help and rehabilitation: .Some theoretical aspects. — 
Rehabilitation Literature , 1967 i 28(1 ), 10-11 , 30.. 

Provides a theoretical discussion on the broader social context of 

self-help phenomenon, followed by practical suggestions for using sel f- 

help groups in rehabilitation programs for the physically handicapped. 

a In this highly technical- and individualistic society, deviant groups-- 
including the disabled—tend to. become isolated, lacking supportive social 
groups for their nurture. Sel#-help groups afford the deviant a sense of 
identity, a focus" for activity, and a social center for confmunication with 
one's peers. They also promote group actions which are mutually beneficial 
for each person, whether .activities involve political action for social 
change. or painting group headquarters. Synanon Foundation, a network of 
rehabilitation centers for narcotics addicts, is cited as a .highly success- 
ful example self-help prografru Author- argues that self-help groups more 
closely approximate the living situation in the community, thereby having 
a positive effect in preparing individuals. for ultimate rehabilitation and 

7 >eturn tp social responsibilities. 



I, 



ERIC * ; v . X2G 




: , / 

\ 

126 Katz, A. Sel f-hel p and 'epilepsy. In PI an, for nationwide action on , 

epilepsy (Vol. II, Part I, Sections VII-XII). Washington, D.C.: U.S. 
> Department of Health, Education and Welfare, Public Heal th Service, 

4* » National Institutes of Health, 1978, pp. 997-1014. 

Two terms "self-help" and "sel f-hel p groups" are conveyed in the 

following definition: 

Self-help groups are voluntary, ,small group structures for 
mutual aid and the accomplishment of a special purpose. They 
are usually formed by peers who have come together for 'mutual ^? 
* assistance in satisfying a common need, s^yercoming a common , v 
handicap or 1 ife- disrupting problem, and bringing about desired 
social and/or personal change. The initiators and members of 
such groups perceive that their needs are not, or cannot be, met 
by^or through existing social institutions. Self-help groups 
emphasize face- to- face .social interactions, and the-assumption 
of personal responsibility by members. They often provide mater- 
ial assistance, as well as emotional support; they are frequently 
"cause oriented," and promulgate an ideology or values through 
which members may attain an enhanced sense of personal identity. 

Further provided is a discussitfff of eujht essential' structural features 

that characterize the self-help group and distinguish it from other types 

of social agencies including: (1) self-help organizations share the prop- 

erties-of small groups; (2) self-help groups are problem-centered, organized 

with reference to a specific problem or problems; (3) members of such groups 

tend to be peters; (4) self-help groups hold common goals; (5) action is group 

action; (6) hel pi ng^ others is an expressed norm of the group; (7) the role of 

"professional" is not clear cut, if it exists at all, in the self-help groups; 

and (8) power and leadership in self-help groups on a k peer or horizontal 

basis. In other words, leadership is an accepted father than an inherited or 

a status attribute. Author provides a brief overview. of self-help groups in 

.the health fields. Addresses the major support systems necessary for optimal 

functioning ,f or persons With severe physical disabilities whiehj include:. 

(IV peer support; (2) individual's family; (3) physical environment; (4)' 

professional community; and (5) the broader pol itical /social environment. 
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Stresses that self-help groups are a natural phenomenon; that they are here 
tostay, as- a permanent and probably growing feature of t)?e social land- 
scape and that they can provide for many people wKo chtfose to go that way 
a resource «for 1 i ?e support/ 

.4 

127 Katz, A. H. Self-help organizations and volunteer participation in social 
& welfare. Social Work , 1970,- 15(1), 51 : 60. 

Theoretical analysis of the nature, structural features, and functfonaT 
, ^attributes of Self-help groups a&l volunteer participation in social wel- 
fare- Presents argument that activities involved in self-help and voluntary 
participation probably exist to replace mutual aid and support found in ' 
extended families which crumbled with the rrse of industrial tzation and 
k urbanization. Structural features th'at characterize the.sel f-h^l p group 
include the following: (1) share. tHe properties of small groups; J2) are 
^organized with reference to ^ specific problem; (3) .have a membership ^ 
^\ comprised of jjeers; (4) hold common goals; (5) are action oriented; (6) 
focus on-helping, one another; (7)' are unclear regarding the role of the 
professional; and (8) " p^ace leadership and power on a peer or horizontal 
basfs. Functional attributes of self-help groups which serve to differ- 
entiate them ff*om traditional social agencies include: (1) communication 
is horizontal rather than vertical; (2) personal involvement is a require- 
ment; (3) members are held responsible for their own actions; and (4) ex- 
periential fulfillment rather than didactic Instruction is emphasized. ^ 
Author examines dimensions of volunteer activity in self-help groups. 
Characteristics of volunteers^are noted as concluded from research on 
self- help 'organizations in heal th,and\el fare. 
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128 Kindred, M. -Protecting the civil and human rights of the developmental! y 

disabled.* In. C. K. -Sigelman (Ed.)/, Protective services and citizen 

advocacy . Lubbock, Texas: Texas Tech University.,' Research and 

Gaining Center in Mental Retardation, 1974, pp. 43-48. 

• « •• 
Presents 'a, number of criticisms of protective, service systems in 

» • * • ' 

general" ;and*o*f the Ohio Protective Service law in particular. It is sug- 
gested that^sfnce protective services are derived from the concept of 
. guardianship,_ a control orientation obtains. In addition', examples are 

! «♦ 

' t cited whicfr'iridicate. that advocates frequently abuse rights rather than 
protect them. Reprd.ing the Ohio system, the folTowing points are raised: 
(1) the program should be evaluated in terms of cost effectiveness; (2) the " 
rationale underlying protective services, may be an erroneous overreaction to 
normal fears; <3) protective services may be used for. the purpose of control; 
(4) their control orientation contradicts the normalization principle; (5) 
the voluntariness of the system is deceptive; (6) conflict of ih.tefe.st may 

» » * 

occur due either to guardians' status as state employees or to their- reore- • 
sentation of a number of people; and (7) the law is v.ery vague reganling* 
both authorized powers of .guardians and ew-feleria determining need for ser- 
vices. Another concern is raised that all rights of disabled people are •. 

f 

not accorded equal recognition and that protective services may not be the' 
solution to the problem of guaranteeing rights to handicapped -individuals.'- n 

* i 

129 Kindred, M. , Cohen, J., Penrod, D. , &> Shaffer, T. (Eds.). The m entally 

retarded citizen and the law .' New York: The Free Press, 1976. 

. . ' ~ ' vr 

Presents a series of in-depth papers and reaction comments relating 
to the legal rights of the- retarded. These emanated from a President's 
Comm^fcte«^on Mental Retardation conference held in 1976. "Contents include: 
(1) basic personal civil rights; (2)- the right not to be mentally regarded; 
• (3). guardianship and limitations upon capacity; (4) nonconsensual medical ' 
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-procedures and the right to privacy; (5) trusts and estate planning; (6) ? 
insurance; (7) the right to community service's; (8) labeling and class'ifi-. 
cation; (9) the right to an appropriate free public education; (lOjwie % 

right to an adequate income and employment; (11) zoning restrictions and ♦ 

I • f - • ' * - 

the right to live in the community; (12) quality control of community ser- 

C • - / • * • 

vices; (13) the right to habitation; (14) beyond the right to habilita- 

tion; (15) due process Ay civil commitment and elsewhere; (16) the right 

to the least'restricttve alternative*, incl uding' constitutional isflies., ,in 

residential care, in education, in guardianship, and in police investiga- 

* tion; (17) judicial, legislative," an^cffl in setting 

institutional standards; (18) peonage and involuntary servitude; (19) 

advocacy; (20) ,the criminal reform movement; ,(21) corrections; and (22) • 

special doctrinal treatment in criminal' law. t 

130 Klebqner, R. P. Disabilities and consumer power, informer , 1978, 

7(4), 10-11. (U.S. Department of Health, Education and Welfare, . 
National Institute of Handicapped Research, Washington, D.C-) 

Notes the large proportion of Americans who are disabled, and discusses 

the current move to educate this population for productive consumerism. 

Specifically, an American Coalition of Citizens with Disabilities project 

entitled "Consumer Education Far and'By Disabled Citizens" is described. 

The project site was the Department of Consumer Affairs in New York City. 

Ba$ed on^nput from many physically disabled persons, a course^ outl ine and , 

a> 

textbook were developed. In addition, resource listings, special course 
materials, and self- teaching and* sel f- rating devices were prepared. Only 
disab.led persons who represented a group which would in turn lea^ri consumer 
skills were eligible for the training. 
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131 * Knight, 'C. Ohio 1 s personal advocacy system. In G. J. Bensberg & C. Rude 
(Eds. ) Advocacy systems 9 for the developmental! y disabled . Lubbock, 
Texas: Texas tech Diversity, Research and Training Center in 

Mental Retardation, 1976, pp. 159-161. > 

Overviews .the personal advocacy system of Ohio which is administered 

by Ohio Developmental Disabilities, Inc. and its private nonprofit con-^ 

sortiunt board. There are 17 local advocacy programs which operate in * 

all service districts of t|ie state. While many of the local proj&ts * 

.are under the auspices af Associations for Retarded Citizens, N other private 

voluntary groups, which historically have not been involved with the develop- 

mentally disabled', have taken over sponsorship of some qf the programs. 

Spea1a\ problems arose in serving individuals with epilepsy, and two pro- 

, grams targeting this population were established. Furthermore, a special 

. project was implemented to serve institution 'residents. Of particular 1m- 

X 

' portance to the effectiveness of the advocacy programs is the extensive 

training provided 'to • local coordinators. It 1s also pressed that the ' 

* * • ° . v * * ' 

successful functioning of advocacy requires independence from the service 
delivery system. * " 3 

132 Knittle, R. A. (Ed.). Legal r.1 "flits of developmental^ disabled citizens ; 

adyocacy rcg"ua1 & _f? r Minnesota : Minneapolis: Minnesota Develop- * 
mental Disabilities Advocacy Project, Legal Afd Society of Minneapolis, 
Inc. / 1977» • 4 

Describes the history and" present Vole of £he Minnesota Developmental 

0 Disabilities' Advocacy Project, and overviews some principles and practices 

{ . . > _ , • 

of adVocacy. The remainder of the manual U devoted to an examination of 

* • • » 

* 9 

substantive 'and procedural rights of disabled citizens Qf Minnesota. Speci- 
flcally, the following areas^of law are discussed, both 1n terms of the ledls- 
latlon's content and means of enforcement: . (1} state guardianship and state 
I conservatorship; (2) special education; (3) daytime activity cejrters; (4) . 

' / ... . • < ' \ 
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v ocational rehabilitation service s; (5) employment, including sheltered work 

- — # * 

4 

shops, work activity centers, and competitive employment; (6) commi'tment and 
hospitalization; (7) financial responsibility far residents of public and" 
private facilities; (81 rights of persons in state institutions; (9)" rights 
of pe^ns in community- based facilities; (10) Socia^Security Disabil ity 
Insurance; (11) Supplemental Security Income; (12) medical assistance; (13) 
the Minnesota supplemental aid plan; and (14) prohibition's on discrimination 
on the basis of disability. 

• ' ' ' -V 

133 r *Knitzer, J. Advocacy and the children's crisis American jo urnal of * 
Orthopsychiatry , 1971, 41_(5), 799-806. • " ' 

Discusses the recommendation of the Joint Commission on Mental Health 

of Children for a nationwide child .advocacy netwoi^. Recognizing strong 

social resistance to the changes, that would be necessary 4n order to im- 

° piemen t a national policy for children, the proposed advocac^. model, is 

critically examined* One of its significant weaknesses. is that most of the 

advocates "would be drawn from service agencies. The likely result of this 

m 0 situation is that the advocates woulld become powerful al ljes^&^insti tutions 

and not of children* Another problem is that little power attends the local 

component of the network. The proposed advocacy structure lays the~^ux of 

the burden on the local units., but these are^iven kittle responsibility for 

policy and program decisions. In addition, it is suggested that problems 

of bureaucratization may result from the proposed organizational framework 

.and ;that funding, which is to' be a responsibility of the 'advocates, could 

be a major obstacle and interfere with change activities. Finally,- the 

Commission recommends that the roles of advocate, monitor ,'»and ombudsman 

- all be slfosumed within the network, and the author questions the viability 

™k •:' 132 " . 
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of these coexisting within a structure that is mandated- to be a change 

i • • 

agent. In order to remedy these weaknesses 1n the model, the following 
t ... 

revisions are proposed: strengthen the local committees; (2) simplify 

funding procedures; (3) develop advocates from the ranks of parents, and 

youth; (4) use funding incentives; and (5) build 1n support, for 4ecal 

groups. / '9 

4 Korn, M. , & Wol fensberger, W* Implementation and operation of citizen 
advocacy services via committee activism. In W. Wol fensberger & 
H. Zauha (Eds. ), Citizen advocacy and protective services, for the 
impaired and handicapped. Toronto: Natio nal Instit ute on Mental 
Retardation, 1973, pp. 193-211 . * %T . ----- 

^Describes the functions and organization committees in successfully 

Implementing citizen advocacy programs. At the state" or province level, 

a commute can facilitate the development of r lodal aflvou^cy services, and 

membership characteristics and activities 1n which it should engage are 

outlined. A local committee should accept respjonsibll ity for Implementing, 

supporting, and advising at least one local citizen advocacy program, and 

Its composition and_:fjjnct1on§ both before and after the funding of a pro- 

jeot are listed. In addition, types and'duties of various subcommittees 

which can be fomfed are described. Important subcommittees focus on the 

areas of executive tasks, publicity and promotion, the aged and nursing 

homes, Foster- adoptive homes, legal and wel fare 'concerns, participant selec 

ti on- and screening, and youth advocacy. I^fs stressed that emphasis 



should be upon eliciting strong ^mrnitment and 1nvol ving^many community 
members." Appended are examples of forms *tel idting speakers 1 reports on a 
presentation Jmd audience evaluation of a p^esentatlpn^^well as listings 
of organization? which may be represented on a local citizen advocacy 

*' ( 

, committee and qualifications for and duties of a program director. 

' ' 133 ' 
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135 Kurtz, R. A, Advocacy for the mentally retarded: The development of a 

new socVal role. In M. J, Begab & S.A. Richardson (Eds.), The 

mentally retarded and society: A social science perspective. . 

Bal tlmore: Unlversjty Park Press, 1975, pp. 377-394, ' _3 

Overviews' the evolution df advocacy for mentally retarded people.. The 
establishment of the National Association for Retarded Childrefi in 1950, 
President Kennedy's interest in the retarded along with the widespread 
acceptance of the principles of normal ization >in the 1960s, the revival of 
^a^commitnient to advocacy by social workeX in the 1960s and 1970s, and the 
delineation of rights by the American^ Association on Mental Deficiency in 
1973 laid the groundwork ^or the development of this movement. The prin- 
cipal, form which advocacy for the mentally retarded has t^ken fs citizen 

advocacy which focuses upon a one-to-one relationship between a volunteer 

*. 

and a disabled individual. A number of issues regarding the relationships 
between the advocate, his protege and the social system are discussed as 
are the functions and characteristics of advocates within this schema. 
tBgal advocacy is an additional pursuit which reinforces citizen advocates 1 
endeavors^and which not only can protect and determine rights for aYl 
mentally retarded persons but also can influence public policy planning 
related to them. In closing, some points regarding the advocacy phenomenon 
are identified for further itudy. ^ ' 

136 LaPierre, R. A* .Consumer [involvement 'in NRA-Editorial Journal Of* 4 

Rehabilitation , 1972, 38(5), 2. « ' 

An editorial that calls for consumer involvement in humaA service at 
* all levels. Author served as chairperson of a task force dTTconsumer * 

a 

involvement for the NRA Board of Directors. Lists highlights Of the task 



force progress report which includes definitions of consumer roles as well 
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afs objectives for future NRA involvement in the consumerjnovement. 
Expects NRA to make a major contribution to consumer .involvement loathe 
, field o°f. rehabil itation. 

137 LasW,tF. J. Legal advocacy, positive factor in right's for disabled 
people. American Rehabilitation , 1976, 1(5), 12-17. 

During the past five years, many of the advocacy efforts on behalf of 

disabled citizens have focused upon securing legal rights. .The impetus for 

« this trend was derived from a few major court rulings in favor of handicapped 

persons. 'For example, judicial decisions have recognized that in order for 

e disabled to be integrated into the life of the. community, they must 

have access to public buildings and mass transit. This reasoning is based 

upon the assumption that full participation of all citizens is in society's 

> - 

best Interest. In addition, courts have applied the v »Cj ghtr to the least 

\ . - if- 

restrictive alternative 1n such a way as to require appropriate treatment 

<* 

and habitation services c from both institutions and community .agencies. 
0ther'sign1f1cant decrees have related to education and employment. Thus', 
the trend toward the use of litigation to procure" constitutional arid statu- 
tory guarantees for handicapped persons 1s weVI established and will con- 
tinue. However, it 1s noted that judicial interventio7i\ften does not lead 
directly to the required changes. Its value, though, can be assessed in"\ " 
terms of its impact upon legislation, administration, and the capability of 
the disabled to use advocacy and legal resources effectively. 
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138 Lauri, 0. P. The limits on consumer participation in public social pro- 
grams. Public Welfare , 1973, 31 ( 3 ) , 16-24. 

Historically, consumers have remained outside of provider organiza- 
tions and have not been "involved in structuring them. Since the 1930's, ' 
social welfare has been a public concern, and its organizational patterns 
have been influenced by political factors. Charity has thus been institu- 
tionalized, and interactions between providers and consumers are influenced 

by assumptions about agency organization and employee behavior toward con- 

t * ■ 

• sumerS. Values of the past are incorporated into the social welfare pro- 

gram whiq^s controlled by professionals. Given this background, various 

factors which limit consumer participation in social services are examined. 

* » 
The nature of the bureaucracy itsel f .1 imits consumer participation. Con- 

sumers are in a particularly vulnerable, position relative to the bureau- 
cratic hierarchy since their status within such .is the lowest one. Possibly 
the most crucial factor limiting consumer participation is the demand for 
economy and efficiency. ThatoS^ middle-class taxpayers advocate the most 
. efficient use of their tax dolte^and are also unwilling to see this money 



expended on what they see^as corrupt life- styles as represented by the stereo- 
type welfarfe recipient. Another limitation on consumer participation 
relates to £he trend toward professionalism. Traitionally, professionalism 

is defined in terms of authority of knowledge, person-to-person provision 
< 

of expertise, and interpersonal interaction involving trust and confidence. 

ft 

However , Vdst professionals are currently organization based and as such 
are prone to become task-oriented rather than person- oriented. In such a * 
<p setting, the consumer is likely to be patronized and be.put into a position < 
of deperidencjj^and inequality. Alternatives to these limiting factors are" , 
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mentioned, and It is pointed out that the position of professionals is 
increasingly being examined. Professionals are now being asked to shajre 
decision making with consumers; Author concludes that the authoritative 
expertise of professionals can not longer be assumed in social service 
matters and that changing professionalism may provide the best inroad to 
the development of consumer participation. 

aVor, M. L., & Duncan, J. G. Vocational rehabil itationV The new law and 
* its Implications for the future. Journal of Rehabilitation , 1976, 42(4), 
20-28, 39. . — — 

Explains the significance of the 1976 bill extending the Rehabilita- | 

tion Act' of 1973 for two years. The authorizations for Fiscal Years 1977 

and 1978 are presented, and issues .facing the program are discussed. These 

include: (1) what does the tenn "severely handicapped" mean, and how should 

* / 
states fulfill their responsibilities to serve them?; (2) the formula through* 

which funds are allocated to t[ie states; (3) She inconsistency between the 

.Act's requirements for state agency responsibility for ,the program and the 

trehd in states to reorganize human service departments under an umbrella - 

agency; (4) the extent, purpose, administration, and utilization of the 

* • < 

research and training program, especially as it relates to serving the 
severely handicapped; and (5) the capacjty of the federal government to 
enforce its own laws, especially_civi1 rights laws. * 

Leilbetter, J. E., Jr., Parmley, R, J. , & Chastain, R. M. Rehabili- 
tation services through contractual agreement:. Legal and psycho- 
logical considerations. Journal of Applied Rehabilitation Counseling , 
1975,^3^, 144-153. 

Overviews -tb§ legisl ati^jjequirements for Individual iz^d yritt^a^ 
Rehabilitation Plans and theirjmplications for client participation. Ah 
analysis is presented of IWRPs in terms of their correlation with leg 
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contracts. One element of a legally binding contract is that there be 
mutual assent, 1.e* f there must be an offer and an acceptance of that offer 
Furthermore^ there 1s a requirement that the contract be definite and speci- 
fic as to its terms, and both parties, at the time of agreement, must view 
it as binding. The second element of a legal Ifentract is contractual 
adty, ,1.e'. , both parties must be legally competent to contract. The final 
element of a legal contract discussed 1s consideration, I.e., something 
must be bargained for and have legal value. In regard to the some-thing 
b61ng bargained for, each party must Tntend to secure from the other an act, 
a promise to act, or a forebearance to act to which he 1s not otherwise 
legally entitled. IWRPs probably meet this requirement. N A legally suffi- 
cient consideration must also Impose a legal detriment. An IWRP probably 
does not meet this requirement since rehabilitation personnel are already" 
legally obligated to. provide rehabilitation services. Exceptions to this - 
, may <{>e< cases In whlclj a client is detrimentally reliant on the promise and' 
,1n cases 1n which the"'couhselor 1s acting outside of the scope of his em- 
ployment. It 1s suggested/however, that even though a counselor may not 
be contractually liable for an IWRP, he may be subject to tort liability 
1n a malpractice suit. < 

x 141— Leone, R. C* Public interest advocacy and the reaju^atory process. The 
/ Annals of the American Academy of Pol iticaVand Social Science , 



"T572 

400 ,,45- 58. ; ' ' 

f * « 

Overviews the operation and impact of public interest advocacy upon 
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regulatory agencies. It is pointed out that, in theory, Regulatory bodies 
should be the foremost Institutionalized advocates of the public interest. 

However, because of their -Isolation from politics in general, the influence 

r • • * * - 
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of regulated industries upon them, and bureaucratic inertia, their ^effec- 
tiveness in representing the interests of private citizens has been very 
limited. Thus, publ ic"~interest advocacy, as exemplified by Ralph Naders 
organizations, has emerged as a means of facilitating citizen impact upon 
the regulatory agencies. Nader has had impressive success in getting legis 
lation and administrative rules passed due to excellent press coverage, publ 
credibility, and freedom from tax-exempt status. In general, public in- 
terest , advocates must be responsible for educating the public, analyzing 
policies, and determining patterns of action. Litigation is one productive 
approach to effecting change, but non- litigating groups, al though -they must 
rely heavily upon the press for their impact, can effectively enforce 
accountability by monitoring and creating publicity. The future of public 
interest advocacy is somewhat in doubt due to its precarious funding sources 
and its long-Jterm, influence has ye.t to be determined. 

0 

142 Levine, R. A. Consumer participation in planning and evaluation of 
mental health services. Social Work , 1970, 15(2), 41-46. 

The hostile, hard-to-reach poor frequently reject services as they 
are currently structured, but it is suggested that such. persons have 
never had options from which to choose. Now the poor are demanding par- ' 
ticipation and choite. Given this movement* social workers must readjust 
their ro,les to a new pattern of service delivery. The efforts of the Com- 
^ munity Consultation Center are described, documenting such a readjustment. 
Staff tried to provide what clients said they wanted based upon communi- 
cation between clients and social workers. yBoth staff, arid client resist- 
ance were obstacles to be dealt with. Three case examples are presented 
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. wh^ch illustrate these experiences* They indicate the importance of con- 
suiting with the client, giving him- a chance to express his views, and 
providing what he wants. . Author concludes that consumer f participation in * 
^^lanning 'and evaluating services is essential for effective service 
■* delivery. ' , * 

143 Lewis, J. S. The handicapped consumer: Professional speaks. Journal 

of Rehabilitation , 1974, 40(2) ,'24-25. - ^ v 

Reports the views of a physically disabled rehabilitation counselor - 
regarding the adjustment to disability and achieving sel f- actual izati on. 
The point is made that "Consumerism is geared for the body beautiful"; that 
is,. consumable goods are centered around a beautiful body, and when some- 
thing happen^ to one's body, it is very traumatic. Author suggests that 
.disabled people must balance three factors in order v to cope: (1) self- 
image; (2) society's image 'of them; and (3) realistic physical problems. 
In regard to public attitudes, it is felt that most able-bodied persons— 
* including health professional s-- do .not treat those with disabilities 
normally.^ Establishing a sense of self-worth is perhaps the most diffi- 
cult task for a disabled individual to achieve. This process can be • . 
greatly aided by reinforcement from the able-bodied. It is concluded that 
the disabled must accept themselves before there can be any mutual under- 
^standing between- them and -the able-bodied. 4 * 

144 Lewis, W. W. Child advocacy and ecological planning. Mental Hygiene , 1970, 

54(4), 475-483. « ' , . % , 

* \ 

Points out a number .of reasons for which the Joint Commission on Mental 

Health of Children's recommendation for a nationwide child advocacy network 

will -not be implemented in the' near future. Since the need for-this type of 

endeavor ts recognized, hpwever, it is proposed that small demonstration * 

:pir 
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programs be established wb.ich can provide a framework within which to 

•J 

develop and test the needed "conceptual framework, the role models and 
administrative structures" for a broad-based system. A model child advocacy. 
/ program is proposed which is based in the public elementary school. Its 

V 

development is prescribed in three stages: (1) crisis intervention, during 
which phase -existing community resources primarily are utilized on behalf of 
deviant 'children; "(2) outreach, during which time emphasis is upon early 
identification, prevention, and establishing new resources; and. (3) child 
advocacy programs, the stage in which the focus is upon modification of 
existing social systems serving children and the addition of "new ones. This 
plan is conceived witffin the context of an ecological planning approach 
which takes into k accouht all of a child's behavior settings anc^signif icant 
persons as well as the perspectives of a variety of professional disciplines. 

145 Lieb, I. C. The role of the agency board as advocate for children. ) 

In-E. Manner (Ed.), Family advocacy: A manual .for action . New York: 
Family Service Association of, America, 1973, pp. 98-105. 

< . 

Suggests that advocacy for children requires a concern for family, 
community, and national weT.l- being and that nonprofessional family service 
agency board members can make valuable contributions to the improvement of 
the human condition. Boar/d members as advocates have a responsibility tp 
•carefully consider tt^lSoard's composition in terms of the agency's needs J 
and priorities and to incorporate into its activities meaningful partici- ' 
pation by target area residents. An . Austin, Texas, pVogfaiV'the Becker - 
Neighborhood Project, is- described to illustrate citizen involvement in 
efforts to improve their own living conditions. This program also demon- 
strates the ways 1n which board members, professional's, and clients all' had 
significant. roles 'to play which contributed to successful outcomes. Finally, 



some^ of the Issues faced by the Austin -board are delineated as are its 
attempts to cope v^ith them. It is concluded that advocacy requires its 
practitioners to go where the problems, are and to involve themselves at tha^ 
level. Board members must realize this, support their agency staff in so 
doing, and work with them 1n the field. 

Lorber, M. S. Consulting the mentally retarded: An approach to the 
definition of mental retardation 'by experts . Unpublished doctoral 
dissertation, University of California, Los Angeles', 1974. 

A dissertation which represents the first" research attempt to treat 

the mentally retarded as expert consul tants. on what mental retardation Is. 

Using induct1v,e, observational-descriptive methodology, 20 (13 jpen and 

7 women) retarded adults are. Interviewed to discern their definition of 

mental, retardation. Two procedures were used 1n collecting* the data: 

(1) an objective phase* whlcji achieved a consensual' Interpretation of the 

data by losing several Independent observers to review taped Interviews 

for -.leading questions; and (2) a subjective* pha.Se which relied on the 

* . i 

Individual Interpretation of the data by the Investigator whereby he 
conveyed In the. Interviews. The objective phase was. concerned with ans- 
wering the following question: "In your opinion," what is mental retard- 
ation?" The subjective phase addressed the question: -"What 1s 1t like 
to be mentally retarded?'' although 1t was often not feasible for the 

* r • 

Investigator to ask that question directly.' Results of the objective 

* 

phase revealed 18 -categories which emerged from .the data 'and summarize 
the consensous definition of mental retardation produced by the study. 
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Categories Include "intellectual disability," "school disability," "sad 
condition to have," "different from normal," "talking disability," and • 
others. Results of the subjective phase report seven main themes which 
emerged from the .data including-: "being seen as inferior by others," 
"seeing oneself as inferior," and therefore "trying to deny being mentally 
retarded," and "bjsing largely unable to maintain denial." 

147 Lourie, N. V. The question of advocacy: The many faces of advocacy. 
• " public Welfare , 1972, 30(2), 12-15. 

Discusses the evolution of advc^acy in the representation of poor 

people. Advocacy is conceived as a tomans of achieving social equity and- 

justice which are matters of right's. In addressing the question, "?s / 

^ publid assistance a legal right or is it still a form of public largesse, 

given conditionally and dependent on the behavior of the recipient?" ,3 

it is noted that the legal system is increasingly intervening and working 

to assure due process and access of the law for the poor and disabled. , 

The courts haye dealt with a number of Specific issues emanating from fiscal" 

inequities, dehumanizing procedures, and administrative inconsistencies of 

the state-local system of public assistance. In addition to such 'forms of 

? legal advocacy, the author argues for a broader conception of advocacy, 

one which "requires that the deli very system knows all who are vulneVable, 

knows what they need and ensures that the needs are met." Such an approach 

aims at developing a comprehensive, credible social services system whij£h — <f 

is held responsible and accountable. The legal system is one- tool by means 

af which this can be brought about and people can be protected against 

society's injustices. 
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148 Lourie, N. V, The many faces of advocacy. In I. N. Berlin (Ed.), Advocacy 
9 for child mental health . New York: Brunner/Mazel , Publishers, 1975, 
pp. 68-80. 

There has been a flury of federal ,activ.{ty on behalf of children 
following the Joint Commission^ v on Mental Health of Children's recom- 
mendation to establish a nationwide system of child advocacy. Since ad- 
vocacy is generally defined as "action in ^upport of one's beliefs in a 
cause, engaging in social action," the term can be applied to a^host of 
endeavors.^ In practice, it can mean many different kinds of actions* 

occur at many different le^pls, and be motivated by many different concerns. 

1 

Consequently, many different advocacy orientations have emerged. In terms 
of traditional social welfare values, advocacy stresses attention to the 
rights, dignity, self-determination, and alleviation of suffering of all 
individuals. The case management model primarily implies advocacy action 
by way pf intl^vening with other agencies on behalf of a client. "Presently/ 
there is a trend among human service agencies to advocate for both general 
causes and individuals. Another significant form of advocacy which is 
being widely used is legal advocacy., it attempts. to jusb the law to achieve 
social purposes and has had many striking successes. However, it is noted 
that advocacy is also needed to assure Implementation of court decisions. 



Finally /.^strong thrust toward consumer involvement and sel f- advocacy; 
among persons who 'h?ve traditional ly been disenfranchised has been.mani- 
fest.* * 
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149- Lourie, N-... V. Operational advocacy: Objectives and obstacles. 'In I. N. 

Berlin (Ed.), Advocacy for child mental healthy New York: Brunner/ 
Mazel, Publishers, 19/b, pp. 81-91. : ; * 

Proposes the establishment of an operational advocacy schema which is • 
defined as' "presence of a'system or, systems'lJf delivering human services 
focusing on ease of access at local, neighborhood levels.' 1 It is suggested 
■ that even a strong commitment to child advocacy and a plethora of' laws and 
services would not guarantee that needs are met without th|ir implementation 
by effective d ^very arrangements." The need for operational advocacy 1s 
emphasized by f^gnneation' of problems existing tn today's human service 
programs. These include a focus' on individuals rather than families, over- 
lapping of services, fragmentation of servicesf lack of coordination, and 
absence of an interdisciplinary approach to developing "long- range policy. 1 , 

', IrT or.de r to remedy 'these deficiencies, operational advocacy's purpose 1s to 
assure a rational flow of services to the consumer by means of integrating 
and, coordinating planning of objectives and coalescing resources and systems. 
( The following steps should be taken* toward achieving this goal: (1) federal 
and state governments shouTd establish legal policy and organizational 

frameworks with executive authority to coordinate services; (-2) corlstltuencie! 
should^suppdrt such efforts and add their input to them;'.and (3) collabora- 
tion should be developed between the public and-private sectors which would 
result in appropriate social policy and planning* It is finally noted that 
the thrust td^ard decentralization of federal powers cannot bring about 
•1mprovement£of himian services, unless a strong federal policy exists which ' 
demands that needs be met and delivery be improved. 
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150 Lourle, N. V., A^Berlln, I. N. Child advocacy: Po¥?t1ca.l and legislative 
• Implications. In I.» N. Berlin (Ed.), Advocacy for child mental health . 
New York: Brunner/Mazel , Publishers, 1975, "pp. 3T>-333. 

Technical capabll ity^ exists to 'alleviate many of the. problems of child- 

m ren* but nerlthe^flfe^cesSurcels nor tlte Structure are presently available • * 

for the purpose of. effecting these solutions. Human rights 1n relation to 

soda! seryi c c s,tfl$ weir as adequate child development and chl\d advocacy 

K . <* ; J 1 • 

programs, can only be assured by means of supporting leglslation'and funding 

Thus, 1t is Imperative that professionals involved in. del 1ver1mg human 

^services be politically active. w This responsibility^ participate in the 

political process includes many types of activities for which the profes- 

sionaV is uniquely- suited. - Professionals can mobilize pol/iticaj 'support 

a o ^by^eans of public education and soqfal action. .They can take stands on * 

~ T ^ * v " r ; !i ' * 

^ V. the ts sues, adapt their o#n procedures so as ft to Improve the service delivery 

* "system, work wt|h J/egislators Mnsflperational 1zing good programs, and co- 
opera terandfe©^pVd>1nat^ Efforts aiflong* £hemsel ve$ al ong probl em- sol vi ng" 
ra ther th an' categorical Jlrrcsrf Ifr.addijtfoa, $hey c can Involve themselves 

in partisan politics, help^o^ljhte puf>14<: policy, and educate politicly ' 
at all levels. Finally, tfiey'cao tra^and^or wbrk with consumers, thereby 

• tapping this ppter>t1ally poten£ pol 9 tiica| ;force. 

"i 

Paw 

American Academy of Child Psychiatry, 1972, 11(3), 401-414. 



15^LjBr1e, R., & tourle*, II. V. The*new fates Tror advocacy. Journal of the 



. Quotes the Joint Commission on -Mental Health'~of Children's recommenda- 
iion for a nationwide ichlld advocacy network, and discusses the concept of 
advocacy within this context. It 1s* pointed out that, the term "child ad- 
vocacy" embraces many different oriert±at1on§ including social action and 
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political advocacy whlch^seek to defend the powerless and to promote equal 
- opportunity for all; Individual or clinical advocacy which operates on 
behalf of a single person or group; and legal advocacy which Involves the . 
use of , Ww to achieve social purposes and remediate social wrongs. Issues 
< pertaining .to these -types of advocacy are explored as a^e their relevance 
to the Commission "recommendation. It 1s asserted that all possible tool^s,* 
Such as humanistic*, scientific, and political force§,, must be used by 
advocates to achieve their goals. Given this, it i$ concluded that com- 
pi lance with the Commission recommendation requires operational advocacy, 
the purpose of which 1s to make viable the service delivery system. More 
specifically, operational advocacy is defined as the "presence of system^ 
of service delivery 1n which the opeqrators would know the population to be 
served, know their needs, and ensure that- needs are met." The helping 
••professions are challenged to work cooperatively to meet this goal. 



152 Lukhard, W. L.' Involving the client. Social a nd Rehabilitation Record, 
197&, 3(2), 2-4. ! — 

Presented 1n and .interview format is a discussion of client partici- 
pati'on 1n the welfare system. The interviewee is commissioner of, the Vir- 
ginia, Department of Welfare. Client involvement is defined as ar>#ttempt 
to integrate recipient representation in the decision-making process. Em- 

0 

phasis, 1s upon two-way communication which may benefit both clients and ■ 

a 

workers. The V1rg1riTa Client Involvement program 1s perceived to be a ' 
success\1n achieving Its goal of allowing affected Individuals to evaluate 
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Department policies and programs both before and after they are implemented. 
The,.hi story of the client involvement 'concept is traced back^to 1967, and 
its implementation in Virginia H discussed. The organization of the pro- 

geam is described aKis the impact it has had on the welfare system. 

j 

153 *Malavenda/R. Human rights advocacy committees and citizen advocacy in 
, Florida. In 6. J. Bensberg & C. Rude (Eds.), Advocacy systems for* 
- the developmental Jy disabled . Lubbock, Texas: Texas Tech University*, ^> 
' Research Training Center in Mental Retardation, 1976, pp. 147-158., 

* Overviews two advocacy mechanisms which were initiated by the Florida 

Association for Retarded Citizens. First, Human Rights Advocacy Committees 

were formed^for the purpose of providing citizen i/iput and monitoring to 

assure the rights of Institutionalized retarded persons. The successes and 

problems-of these groups are discussed, and it is pointed out that independent 

* advocates received considerable support from state government personnel. 

Second, a statewide citizen advocacy program was established which w^s based 

upon Wolfensberger's model. At both the state* and local levels, strong 

backup support was given to^aWvocates, and instrumental advocacy was stressed. 

f * > 

It Js suggested that three additional types'* of advocacy are needed for a 7 

complete advocacy system: legal advocacy, guardianship advocacy, and self- 
advocacy. Furthermore, it is pointed out that Florida's landmarkJUll of 
Rights for Mentally Retarded Persons 1 legislation offers significant .advan- 
tages to khe retarded and their advocates but that extensive citizen in- 

A - 

^voj^yement is needed in order to assure its full implementation- 
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154 Mann, P. H. (Ed.). Shared responsibility for handicapped students: Advocacy 

and programming" ; Coral Gables, Florida: University of Miami Training — 
and Technical Assistance, Center, 1976 j 

* .Suggests that professionalism as educators, requires an advocacy focus . 
upon the client and his rights and dignity. Given this frameworfc, a variety 
rof professional 'viewpoints are presented relating to shared responsibility 
rcles'in the mainstreaming of handicapped children. Specifically, major ^ 
sections are devoted'to the following topi,cs: "(1J current issues; (2) 
^ higher education perspectives; (3) technical assistance perspectives; (4) 
regional, state, and local programs; (5) research and evaluation considera- 
tions; and (6) legal implications. Within these areas*, critiques of the 
s mainstreaming model, analyse^ of barriers to program implementation, and 
considerations of other issues are Included. In general, support for shared 
responsibility approaches is demonstrated as is ^commitment to advocacy and 
1 intervention in terms of protecting consumer interests, providing needed 
services and knowledge, and responding to socjal Imperatives. 

155 Manser, E. (Ed.). Family advocacy: A manual for action . New York: 

Family Service Association ot America, 1973. 

Family advocacy, as a function of the family service agency, 1s analyzed, 
and guidelines for its implementation are presented. , The purpose of family 
advocacy is defined as insuring that "the systems and^ institutions with direct 
bearing on families work for^/those. famil ies, rather than against them." 
This 0 activity is conceived as an integral part of-family service, and its 
relationship to casework, family life education, and public issues adCvity 
1s described. In regard to developing a family advocacy program, the fol- 
lowing suggestions are made: the agency must make a durable commitment to 
advocacy; a study committee should consider the implications of advocacy for t 
the'^agency, community, and clients; a permanent- family- advocacy committee 
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should be responsible for establishing and maintaining agency commitment; 
the agency's own operations should be -made consistent with advocacy objectives; 
focus must be upon client needs; priorities should be designated; expertise 
must be deyeloped to enable the agency to deal^with social problems; advocacy 
teams, comprised of board members, executives, professional staff / parapro- 
fessionals and community residents, should be formed; the risks should be 4 
carefully examined; and methods of reporting and evaluating activities should 
be devised. The final two sections of the book present reports on advocacy 
activities and job descriptions of advocacy personnel and a number of readings 

4 — ^ 

related to the topic. 



156 Marcel lino, B. Fending for themselves: Sel f- advocates in Massachusetts 
stand up for their own rights. Arise , 1979, 2U), 5-6. 

Report on a citizen advocacy conference sponsored by the Massachusetts 
Association for Retarded Citizens. Retarded persons have been directly-in- 
volved in efforts to petition in court and lobbj for their constitutional 
rights. A group of two doze>n retarded" people from Bos-ton, Brookl ine„ and 
Newton provide consultations with students and parents regarding topics such 
as rights, sexuality, lining arrangements, and working as well as partici- 
pating in the $el f-advocacy conference. .One retarded .lobbyist received 
credit for passing a Connecticut. Bil 1 fn 197$ prohibiting discrimination 
against the retarded. '"They can put an amendment pn it and kill it," he 
said. "You got to be real nice about it. You cari't demonstrate. You have 

to keep going up there and let them know who you are and why you're there. ." 
if. 

. ." With time, the sel f-advocacy movement will hold us accountable for 
what we have or "have not done for mentally retarded citizens. 
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157 Mason, W. 0. The new consumer of services. Public WelfareT 1970, 28(1), 
33-4.0. 

* 

Relates the rise of the "new consumer" to ^changed perspectives and 
awareness that occurred after World War II, The consumer did not hdve 
enough knowledge to understand and run the social service bureaucracies, 
but tve or she.was able to confront and disrupt it. The new consumer thus 
embodied a new power which. today confronts the power of a social and poli- 
tical backlash. This confrontation has the potential to create havoc in 
the nation. Author proposes the creation of a coalition including three 
populations involved in the service systeip-- providers, deliverers, and 
consumers—where each group would have equal^ status. Within such a coali- 
tion, the worth of each element would be recognized, and participants^would 
negotiate for the available benefits. The kind; volume, and scope of ser- 
, vices would be determined on' the basis of need which would be objectively 
indicated. The principle of maximum feasible participation, within such a 
system, could become a reality, , 

158 Mayer, D. 0. Legal advocacy for developmental 1y disabled people (DD Themes 

and Issues, Number 4). Chapel Hill, North Carolina: llnivers.ity of 
North Carolina, Developmental Disabilities Technical Assistance System, 
December 1975. 

Reflects upon the constitutional rights guaranteed to all citizens, - 
and suggests some reasons for their denial, until recently, to the <develop- 
• mentally disabled* These include a "survival of the fittest" ethic and^ 
belief that institutions are providing good care. It is noted that legal 
advocacy for the developmental ly disabled is presently being used effect- 
ively, an,d the establishment of legal rights is seen as part of a broad 
movement to achieve the principles of normalization and assure human dig- 
nity. Without active legal intervention, though, it is unlikely that legal 
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159 

rights will be recognized. Legal advocacy-is discussed within the context. 

v 

of three settings. First, advocacy in the institution operates to hold 
the facility accountable for adhering to national standards *nd for accord- 
1ng human and legal rights to its clients. Second, advocacy in the commun- 
ity is used to assure needed services and support and to provide informa- 
tion and 4 referral programs. Third, legal advocacy at the state leveljs 
useful In interpreting legislation, assisting local advocates,- bringing 
lawsuits and admini strati ve % appeal s, and generally in ifnderstap^ding the 
System as a whole.* In all of these areas, the roles of both lawyers and 
developmental disabil ities- council s are explored. 

McCormlck, M. J. Social advocacy: A new dimension in social work. Social 
Casework , 1970, 5H1), 3-11. ^ 

Explores the concept of^advocacy as a part of the helping process, 
and asserts that advocacy*, wit>t its "unreserved commitment to the 'plight 
of the disadvantaged 1 , n adds the new dimension of breadth to the objectives 
of social work. The advocacy role requires wholehearted representation of 
client interests and is rooted in the founding of social work at the turn „ 
of the cerrtury. Within the context of a democratic social order, it is 
suggested that^ocial action is a responsibility of social work and that 
advocacy is a tool of socTal action. In order Cor social action to be sue- 
cessful, its practitioner must understand the methods by which change is 
accomplished and the relevant political processes. Political behavior, >which 
includes partisanship and manipulation, may present situations of conflict 

o 

for the worker, and^the absence of specific gtfdelines for conduct in them 
makes persona 1, responsibility a necessity. Within the helping, process, 
advocacy requires active Involvement with the cl1ent--w1th the whole person 
within the whole situation. This may take the form of casework v group' 
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.work, or community organization. As prqfessional relationships are formed, 
the social worker must decide for himself about the role of advocacy ,an,d 
the validity of its use. The advocacy orientatipn requires both commitment 
by individual practitioners and responsiveness of the profession as a whole 
to change and the need to be relevant. 

1 

160 McDermott, J. F., Jr., Bolman, W. M. , Arensdorf, A. M. , & Markoff, R. A. 

The concept. of child Advocacy. American Journal of PsychiatA, 1973, 
. ]30(11), 1203-1206. 4 . , 1 : ^ 

Declares that the concept of child advocacy is based upon the assump- 
tion that children have a right to t^ie^ai^ needed for op- 
timal growth, ajid this movement is examined within an historical perspec- 

& m 

> tive. In this regard, it is significant to note that recognition of child- 

» , ' 

hood as a special developmental period has been prevalent only since the 
16th century, and it resulted from religious and^oral concerns. Also, 
^ ' until the 19th and 20th centuries, children had no rights. Social, concern 
9 for children began to \>e demonstrated during modern times due to deceased 
infant mortality and Increased <1 abpr productivity and general wealth. The 
United States federal government, furthermore, took an active role as child 
• advocate starting in the egrly 1900s. Since th?n, legislation has been 

passed both to protect children from exploitation and to promote their 

\ 

development. It is pointed out, in general, that .economic and social fac- 

i i ' <* ' * 

tors substantially determine attitudes* toward the young. Given this his- 
torical overview, it is concluded that current child-centered advocacy 
activity ,1s a logical culmination of social evolution and will 'thus make^a 
lasting contribution. 
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McEwen, J. Center for Independent Living: An overview. Rehabil itation 
^Counsel jpg "Bulletin , 1976, 19(4); 616-619. % : : 

Describes the Center for Independent Living (CIL) program in Berkeley 
which is seen as a "service, training, and educational a^cy for .the dis- 
abled and blind." Its .services are. geared to reduce dependency and facili- 
tate communi typartidpatlon. Fifteen services being provided are listed 

< / 

an{J described. In addition, the Centers four major training activities ; 
are presented, and Its business enterprise program which was designed to/ 
-start the program on Its way to. financial self-sufficiency, is discussed. 
It is concluded that many disabled persons have moved to the Berkeley prea 
to take advantage of this CIL program. Author suggests that there is a 
need for similar programs in other parts of the country. 

McGowan, B. 6. Case advocacy: A study of the interventiye process In 

child advocacy^ Unpublished doctoral dissertation, Columbia Univer- ' . 
sity, 1974. 

. 

Presents the findings of an exploratory study of child advocacy prac- 
tices. Background factors related to advocacy are overviewed as are des- 
criptions of the research methodology and sample. A number of major variables 
1n advocacy are Identified based upon analysis of a compilation of reported 
critical Incidents. These are the: (1) change agent; (2) client; (3) prob- 
lem; (4) target system; (5) objective; (6) sanction; (7) resources of charig* — 
agent; (8) receptivity of target system; (9) 'object of Intervention; (10) 
level of intervention; .(11 ) method ©f intervention; and (12) outcome. The 
various components of each of these variables are furthermore delineated and 
illustrated, and 'relationships among them are hypothesized. Significant 
findings of the study Include the following: collaborative and mediatory 
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approaches are used much more frequently than are adversarial ones; the ad- 
vocates tend to use a limited repertoire^of activities and engage in low- 
keyed endeavors; the variables most strongly related to success are the change 
agent and target system; and the advocate's resources and target system's^ 
receptivity are important in determining outcomes. Finally, theoretical and 
practical implications of the research are suggested. , 

163 McNeal , J* U. Children as, consumers . Austin: University of Texas, 
Bureau of Business Research, 4 1964. 

Exploratory study examining the knowledge, attitudes, and invlovement 
of children as consumers. "Consumer" is defined as a socially learned role 
which arises through social interaction and is. substantially effected by 
physical conditions and social forces. All activities associated with* the 

acquisition of goods and services are part of the consumer role. With a 

* * < 

sample of 60 children with 20 each from the age groups of 5, 7," and 9 years, 
the study set out to produce some testable hypotheses ori child behavior in- 
relation to the consumer ro^le. Guided interviews ^nsisting of 20 N Ttems 

^were conducted to reveal basic but insightftfT. findings about child con- 
sumers of the lower-middle and middle-class. Findings are preseilted through 
comparative discussions based on age and sex differences of the subjects. 
< Issifes such as "independence in purchasing," "consumer training, " "know- . 

• le'dge of marketing and retail functions," "peer influence on consumption," 
"attitude toward advertising," and others are discussed with'reference to 
the data. Author provides a brief historical overview of the rise of con- 
sumerism among children. Finally, speculations on the future role of 
* » * 

child consumers Is given,' based on recent birth, income, and leisure trends. 
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164 MeUh'g, J. S. On becoming a child advocate in school psychology. 
Journal of School P sychology. 1974,12(2), 121-129. 

' . - 

Suggests that school psychologists have a responsibility to advocate 

for children in terms' of insuring' that their needs are met. A number of 

factors have g1 yen ris,e to a widespread .commitment to child advocacy includin 

the low priority society places on. children, a hesitation to commit resources 

to prevention, bureaucratic unresponsiveness, and professional restraint. 

It is stressed that preparation for advocacy must b& an integral part of 

school psychology training programs, both in terms of philosophy and practice 

A school psychologist acting as an advocate is in a position tp accomplish 

much... By helping an individual child, he can lay the groundwork for helping 

othirs in the future, even though no concrete changes may- be immediately 

visible... He can work toward preventing problems by means- of proper use of 

assessment procedures', cooperation with school administration and other 

relevant persons, and training parents to be the primary advocates for their 

children. The focus must always be upon what' the -child needs, and it is- 

of crucial importance that the advocate follow through to assure that deter- 

mined needs are actually satisfied. 

* - • 

,165 Medical Rehabilitation Research and Training Center. Consumer involve- r 
ment - In Report of progress, July 1, 1978 to June 30, 197 9 (reporting 
period). Boston, Mass.: Tufts-New England Medical Center, pp. 260-330. 

The consumer involvement core area at Tufts has-been in operation for 

three years. It was created 1n response to the new concept of consumer 

Involvement 1n vocational rehabilitation, for the, purpose of generating' 

Information and technical assistance on "how to" develop consumer Involve- 

^ 

•ment methods. General objectives of the core area, which were generated 
in Its Inception are to: (1) ". . . explore the role of consumers themselves 
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as a force in advancing the effectiveness of the rehabilitation system, and 
(2) explore the methods by which consumer organizations can be ^meaningfully 
inv.olved in the planning, delivery and evaluation of medicaT, vocational, 
environmental, and independent living rehabilitation services" (p. 298). 
Several disabled people are employed within this core area which brings it 
a unique and insightful perspective. The core area is al^o-involved in 4 
training activities which are varied in format including seminars and work- 



shops, on-the-job training, supervision of students. Several projects are 
underway to understand the "state-of-the-art" of consumer involvement 
activity including the testing of mod£l projects of consumer involvement 
and a nationwide assessment which looks at how rehabilitation agencies and 
representatives of the disabled commun^^interact. Several "how to" book- 
lets, technical -assistant guides, and information booklets are reported to 
be in preparation for distribution through a developing Consumer Involve- 
nfent Center. Relationships with key groups in the disabled community,- e.g. 
American Coalition of Citizens with Disabilities (ACCD), the New England 
Special Cord Injury Foundation, are being cultivated to enhance growth and 
progress in the co/e area. 

166 Meenaghan, T. M., & Mascari, M. Consumer choice, consumer control in 
service delivery. Social Work , 1971, 16U), 50-57. 

Discusses the social welfare system as it relates to* the mentally 
retarded population. A number of existing problems^are cited. For example 
mental retardation agencies are not responding adequately to the needs, 
both in regard to parents and also to a vast number of unidentified and 
unserved retarded persons. Therefore, the volume of needs is greatly un- 
derestimated. Author suggests that problems in service delivery are re- 
lated to class. Lower class individual s do not have a good ctfance of 
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being appropriately referred. to a welfare agency, and this applies partic- 
ularly to lower class retarded persons. Another problem mentioned is the 
failure'of mental retardation agencies to convince othpr agencies to do 
more for this group. Certain characteristics of the social welfare system 
which differ from business are pointed out. One important feature is that 
it is calculated to avoid -competition. Thus, it is the providers rather 
than the consumers who decide how resources should be allocated, and they 
are not accountable to consumers. Providers, Yather than consumers, have 
the power in' programming and service matters. However, many mental re- 
tardation agencies encouragd parfent/cons\jmer involvement in philosophy and 
structure, A new model of ^service delivery is proposed in which consumers 
would have a collective impact upon delivery patterns, which^would aim to 
reaoh the unserved and unknown, and which would organize parents. The 
objectives of such a system would include freedom of choice, Opportunity 
for expression of self-interest by both consumers and providers, and a 
'state of competition. 

Melia, R. P.,^/agner, S. B., & Mahar, J. Individual ized written 

rehabilitation program: Three years later. American Rehabilitation, * 
1977, ?(6), 19^22. . " • - ! " 

A report on first national study of the IWRP using the' 1976 Program 

Administration Review (PAR).* Developed by RSA central office through the 

assistance of JWK. International Corporation, a private consulting firm. 

The objectives of the. PAR were .to: (1) .". . . identity areas of strength and 

t 

weaknesses tin administration of the IWRP; (2) assure that state agencies 

4 
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are preparing and maintaining IWRPs in accordance with the Rehabilitation 

Act, P.L.- 93-112. . .. .; (3) provide state agencift technical assistance to 

improve practice and maintenance and maintenance of IWRPs based on findings 

of the study; and (4) provide future direction for state and national acti- 

vities< regarding IWRPs based on information gained through the study. 

The .overall critical question was to determine if the IWRP was being used 
* 

as intended by Congress. Description of the" results are scanty in this 
report, and it makes- the qualification that they cannot, by design, explain 

* * v 

"the adequacy or implications of professional ;tasks associated with the 
IWRP and steps which must be taken to improvethe IWRP." Findings given 
include six issues: (1) need'for closer attention by the state- federal 
vocational rehabilitation system to 'planning and delivery oOndividual 
services, and more explicit federal guid^ttnes ^regarding interpretation 
and implementation of the IWRP; (2) discovery .of innovative procedures 
used by individual states in implementing the IWRP; (3) time in preparing, 
implementing, and maintainirtg the purpose of the IWRP; ^4^^f o und manage- 
ment problems, ^such as monitoring l!WRPs and personnel needs related to 
the IWRP; (5) report on in-house training in most agencies for staff in 
the implementation of the IWRP; and (6) identified a number of methods, 
as reported by counselors, to invol ve'cl ient in developing the IWRP. Re- 

port states that it is the responsibility of the RSA to explain adequacy 

% 

(inadequacy) of professional rol-e in accomplishing tasks associated with * 

.« 

the TWRP to improve Its quality. 
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1(38 Meyer, D.~ A. A community assesses fts needs. Children Today ; 1972, 1(2), 

'37. <\ ; ' 

Describes the activities of child advocates in 3f small Oklahpma cpmmunj'ty 
in "promoting a .comprehensive and flexible approach, increasing al ternatives 
and options so that families can better meet their, ch'ild care needs." In 
\, response to new developments, the League of Women Voters monitored the town's 
Capacity to provide child support services and then mobil ized local citizens, 
officials, service providers, and organizations .to, work for the provision 
of needed services. As a result of these efforts, several facilities were 
established and funded? In addition, means were found of training in child 
care and devel opment -personnel needed to serve 1 it the pew programs. The 



success of these aWocacy activities laid the groundwork for continued 
community endeavors to meet the needs of its citizens. 



169 Meyerson, J. The initiation of Nebraska's Youth Advocacy Program. In 
W. Wolfensberger & H. Zauha (Eds.-)„ Citizen adVocacy and protective 
, services for the impaired and handicapped. Toronto: Nationals In- 
stitute on Mental Retardation, 1973, pp. J03-111. 

Traces the development 1 of a youth advocacy program in Nebraska which 
was»irfitiated by trte State Office of Mental Retardation. ' The project - 
• focused 'upon establishing relationships between young people and institu- 
tionalized retarded persons for the purpose of fulfilling the^latter's 
• affective needs and easing the process of deinstitutionalization. Initially, 
Yoteth Association for Retarded Children members were invited to spend a 
weekend at the Institution, and then tfiey were assigned to individual ^esi- 
— — —d#n£sT*^ trjil nl^^ advocacy concept and in developing a 



relationship was offered. • The areas stressed were grooming, communications, 
\ self-reliance, physical dexterity, and adaptability. Many benefits accrued 
from the program suet\as provision of peer role models and representation 
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in splving problems. , It is also pointed out that some problems occurred 
because of the advocates 1 lack of tact. The paper is concluded with a copy 
of a letter from a youth advocate describing her experiences and plans. 

170 ttichael, M* E.- (Ed.). Citizen advocacy resources . Lubbock, Texas: 
Texas Tech University, Research and Trainfng Center in Mental Retarda- 
tion, 1979. X 

Annotated bibl iography, which includes literature, films, training 

- 

materials, anH other resources relevant to citizen advocacy for develop- 
mentally disabled persons. Designed as a reference tool for several 
audiences including protection and advocacy agencies, citizen advocacy 
coordinators, and citizen advocates. Technical publications and mater- 
ials prepared for professional audiences are generally excluded. The 
area of \egal advocacy has beert omitted as the. focus of this resource is 
primarily on consumer advocacy, citizen advocacy, and lay advocacy. 

171 Miller, Consumer participation. Journal of Rehabilitation , 1971, 

* ' ■ 37(6), 18-2K " ' ^ ' ~ < 

, . *"* • 

Differentiates between the concepts of "consumer participation 11 and 
"citizen participation" and places their development within historical . \ 
perspective, ^Conceptualizes rehabilitation agencies in market terms to 
demonstrate the limitation of restrictirig the definition of consumer par- 
tidpation to client involvement in agency planning and decision making. 
Introduces the notion that society is also a consumer in that renabllita- 
tion agencies supply it with the product of realized potential, i.e., 

* social people who can function in society. In turn, society supplies 

^ ' \ ' . V 

social service agencies with more socially handicapped people'for "fixing- 

jjp*" The fundamental problem is the lack of societal demand for the pro- 

duct of realized potential, and the- failure of service agencies to be 



concerned with distribution for their "product." In other words, agencies 
do not act.as if they have something of value to_contribute to the market 
place. Call s for the use of community organizers to. develop communication 
between client's, service agencies, and the community. SycJi interaction 
will begin -to break down stereotypical notions of the handicapped and help 
♦balance their dependency on agencies as the two groups work together on , . 
consumer problems. * It will also facilitate to uncover existing and de- 
velop needed community "resources. Consumer participation is not seen as 
as tool to bring abourmajor social change, but one strategy for forming 
a partnership between the rehabilitation agencies and the communities in 

,' which, they, function. # . 

• - • » 

4 

172 Minch, J. A. (Principle Investigator). Consumer Involvement ^.rehabili- 
tation. In J. Fenton (Ed.), Research directory of the Rehabilitation 
Research an d Training Centers" Washington, u.u.: U.S. Department . 
of Health, Education and Welfare, National Institute of Handicapped 
Research, 1979, pp. 183-185. ... 

Progress report on consumer involvement in l^ehabil itatton. Objectives 
include to: (1) determine the state-of-the-art in consumer involvement 
nationwide; (2) demonstrate the feasibility of model programs of consumer 

Si ■ 

involvement; and (3) explore feasibility of establishing a Consumer Involve- 
* "ment Center. To date, there are findings to report for the first two objec- 
tives. Findings for Objective One indicate that although each state, voca- 
tional rehabilitation agency should have had a written plan formally de- 
scribing its* ? consumer involvement activities no later than December 1975, 
j*.. only half the agencies had such a written plan. For Objective Two, sev- 
eral recommendations for consumer involvement in state rehabilitation 
agencies -are made including expanding the development of advisory councils ' 
throughout the state, formalizing areas of policy issues for interaction 
with consumers, and expanding consumer baTed services. 
ERIC -r- ' ' ' » ' " 
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173 Moise, L. E. Will the real advocate for the retarded please stand up? 

Child Welfare , 1975,^54(1), 27-33. % 

C Asserts that advocacy on behalf of the mentally retarded is achieving 
positive results around the world because of opposition to institutional 
dehuman^zation an<l progress in, community living programs. The author, 
mother of a retarded child, tells of the development of her advocacy 
skills and of experiences with her youngster. In addition, six. principles } 
are suggested which can aid in establishing productive interaction with a 
mentally disabled person. These are: (1) rightito respect; (2) regard 
for opinion; (3) room for differences; (4) risk taking; (5)' responsibil ityr 
and (6^ readiness forrone changes. The difference* between disability and * 
handicap is noted, and it is cautioned that advocates often tend to restrict 
the retarded by means of negative expectations. Finally, the citizen 
advocacy -approach is-recommended as a wa^of^ achieving acceptance, main- 
" streaming, and i/Stegratfon of retarded citizens. Citizen advocaty, which 
~is based upon a one-to-one ^relationship between a volunteer and a disabled 
individual, can provide intervention with service agencies and needed- pro- 
• tectiqn. It can also be a means of helping the impaired person achieve ' 
independence; and first-class citizenship .status; ideally, this may even- 
tually lead to* meaningful self-advocacy among such people. - # 

174 Moore, M. L. A demonstration of three models of advocacy programs for 

'developmental ly disabled children. In C. K. Sigelman (Ed.), 
Protective services and citizen advocacy . Lubbock, Te/as: Texas 
Tech University, Research and Training Center in Mental Retardation, 
1974, pp. 17-22. 

Delineates some of the problems of £he multi- handicapped with develop- 
mental disabilities and ways in jwhich advocacy-programs can be used for the 
purpose of facilitating productive relationships between disabled individuals 
^ and the service delivery system. # In order to meet the needs of the disabled^ 



175 



United Cerebral ^Pal sy Associations, Inc. (UCP) has developed three models 
of fdvocacy as part of a project of national significance. Their funda- 
mental objectives are to provide a lifetime partnership between UCP and the 
, client and his family, to furnish information, referral and follow- along 
services, and to develop legislation. The project attempts to demonstrate 
advocacy operations which can serve different segments of the jpopulation, 
' which take into account various conditions of service delivery and avail- 
ability, and which fit into^ differing UCP affiliate organizational patterns 
The three project sites— New York State; Milwaukee, Wisconsin; and San 
Mateo/Santa Clara (California) Counties—were selected to reflect those 
kinds of variations. The activities of these programs .during their initial 
period of operation are described as are their long-range goals and pro- 

I 

jected future andeavors. " , v 

•: 1 - 

175 Moore, M. L. A demonstration of three advocacy models for persons with 
c developmental disabilities. In G. J. Bensberg & C. Rude (Eds.), 

\ Advocacy system? for the developmental 1y disabled . Lubbock, Texas: 
* Texas Jech University, Research and Training Center in Mental 
Retardation, 1976, pp. 113-121. / v * 

Overviews six advocacy projects which were administered r by United 

Cerebral Palsy Associations, Inc. These* included model's at the state, 

regional, and urban levels, and the goals by whfch they were directed were 

, to hel p developmental ly disabled persons make tt)e service system responsive 

to their needs and righ^ And to help them participate and fulfill %them- 

selves as human beings. Each program had an a^ocacy advisory council and 

an advocacy coordinator whose functions included systems analysis, com- 



munity organization, and dissemination of information. Various types of 
approaches were demonstrated such as consumer action groups/ legislative 
advocacy, community-organization, prdgram brokerage, ombudsmen, and case 
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management. Results' indicate that it is possible to establish supportive 
power bases for the jdevelopmentally'disab'led, and advocacy requires the 
interaction, of many types of advocacy 5 systems. . Advocacy furthermore in- 
volves teaching consumers, understanding systems and effecting change, and 
.improving relationships between disabled clients and service providers. 
Appended is a chart illustrating different kir)ds of advocacy systems. 

Moore, M. L. Systems change advocacy. Amicus , 1976, JJ4), 13-16. 

' Oefines advocacy' as "insuring disabled persons their rights to appro- 
priate services," and overviews United Cerebral Palsy Association's National 
Advocacy Project. This project, which established three model program sites, 
developed means of intervening to Remedy the problems of developmental ly 

disabled .persons as a class. More specifically, class or systems advocacy 

* 

includes the following approaches: (1) wflting, lobbying, and monitoring 
legislation; (2) identifying service needs; (3) working to modify' the 

> 

service system so-it adequately meets consumers 1 needs; (4) promoting 
consumer involvement in the process of service delivery; (5) helping consumer 
groups in the use of appeals procedures and in^devel oping action strategies; 
and (6) promoting cooperation between service providers and consumers. * 
These methods are in contrast to case advocacy procedures, the purpose of 
which is to assist individual clients. Examples of systems. changes which. 
resulted from the project are given. These include the establishment of a 
grievance procedure within a county system and the provision of follow-up 
services to h1gh-r,1sk infants. It 1s„concl uded that effective advocacy 
requires the linkage of many advocacy systems. Appended is a chart -ill us- 
Vati'ng types of advocacy and their purposes and responsible organizations. 
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177 National Association for Retarded Citizens. Citizen advocacy for Mentally 

retarded children: An introduction (Book I). Arlington, Texas: \ 
Mtjtional Association for Retarded Citizens, 1974. 

- The conc.ept of citizen advocacy "is introduced as a means of helping 

^ jt 

retarded people live as normal a life as possible.. After overvtewing. some 

traditional advocacy and protective services models, it is suggested that 

citizen advocacy can provide a service not offered by these other approaches. 

A lt is defined as "basically- a one- to-one relationship between a capable, 

volunteer ('advocate 1 ) and a mentally retarded person ('protege') in 

r 

which the advocate defends the rights and interests of the protege and 
provides practical or emotional reinforcement (or a combination of both) 
for him." Within this content, citizen advocates may assume the role of 
companion, advisor, guardian, conservator, or parent surrogate, or they may 
play a special advocacy function such as youth, crisis, or professional ^ 
advocacy. They can furthermore be of assistance to institutionalized, 
deinstitutional ized, or community-based mentally retarded individuals. In 
conclusion, it is noted that citizen advocacy is a system designed to? 
capitalize on present-day commitment to consumer representation, human and 
civil rights for all citizens, and deinstitutionalization. - ' 

178 ■ National Association for Retarded Citizens. Effective advocacy (Book III). 

Arlington, Texas: Naut^tinal Association for Retarded Citizens, 197£; 

This booklet is intended to serve as a training jjj^nual for citizen 

advocates and a resource which will facilitate effective and satisfying 

advocacy^action. By way of background, mental retardation is defined, its 

♦causes are overviewed, and a his^ry of attitudes toward and treatment of 

retarded people is given. The functions of advocacy are then described in 

s 

regard to residents of institutions, persons being deinstitutionalized, and 
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those who have always lived in the community. In practical terms, attitudes 

and activities appropriate to the various stages of an ^advocate- protege 

relationship are discussed as are legal and financial obligations attending 

this, situation. It is particularly stressed that advocacy requires commit- 

/ 

ment to a deep emotional involvement with a disabled individual . Further- 

0 

more, specific guidelines are presented to help those who are interested * 
in assisting their proteges to secure their legal /social , educational, 
• employment, and general rights. Finally, advice is offered to advocates 
whose proteges have special problems and- to parents of proteges, and some 
of the personal benefits which can be derived from the advocacy role §re 
delineated. 

179 'National Association for Retarded Citizens. ~ Implementation of citizen 
advocacy through state and local ARCs (Book II). Arlington, Texas: 
National Association for Retarded Citizens, 1974. 

Provides specific guidelines for the purpose of assisting voluntary 
agencies in establishing Citizen advocacy program^at the state and local 
levels. Of crucial importance in the organization of a state office are. 
an .experienced director, long-term funding, a representative advisor^C^ 
committee, and the capability of providing various kifcds'of technical 
assistance to local .groups. In setting up a local citizen advocacy office, 
the following undertakings should be considered: utilizing a study committee 
for the purposes of conducting a feasibility study and fund raising; ob- 
taining insurance;^ incorporating; and establishing a local advisory 
committee. The recruitment and training of an effective staff are necessary 
• for the' operation of the local office, and its ftfn£t?<?fk include recruiting 
advocates and proteges, publicizing the program, screening and training 
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advocates, matching proteges and advocates, and monitoring and evaluating 
the advocacy relationships. In addition to details regarding the above 
procedures, examples are presented of a number of forms for various pur- 
. poses, publicity strategies, and program evaluation mechanisms. 

180 National Association for Retarded Citizens. Youth as a citizen advocate 
(Book IV). Arlington, Texas: National Association for Retarded 
Citizens, 1974. 

■J 

Designed to introduce the concept of citizen advocacy to teenagers, 
this booklet encourages youth to become a part of the advocacy movement. 
As an introduction to the topic, mental retardation is defined in simple 
terms, and citizen advocacy is described in terms of an analysis of its 
definition, its differences from traditional volunteer activities, and its 
organizational framework.- The special roles of youth advocates are then 
discdssed as are some of the benefits accruing from the advocate- protege 
relationship. The folJL^wing sections include a diary account of a youth 
advocate's experiences and a trarfscript of an interview with a youth advocated 
.Specifically, the diary describes a teenage girl's initiation into the 
citizen advocacy program, her training, her introduction to her protege, 
subsequent joint activities, and resultant attitude cH&nges. The inter- 
view report is illustrative of the practical aspects of advocacy, and it 
depicts ways, fn which a protege changed as a result of the advocacy re- 
lationship, problems Which were overcome, and feelings about the program. 
Finally, a number of steps are* listed as means of starting a citi'zen ad- 
vocacy endeavor. * s 
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181 National Association of Social Workers (NASW) Ad Hoc Committee on Advocacy. 

The social worker as advocate: Champion of social victims. Social / 
Work, 1969, 14(2), 16-22. % ' 



Advocacy is defined in terms of both individual and class representa- 
tion' and is seen as &n integral part of the philosophy and development of 
social work. It is suggested that the social worker is obligated by his 
Code of Ethics to act as an advocate. In such a role,, he may be faced with 
a number of dilemmas, e.g, , the competing claims of individuals in need, 
the choice of client vs. class advocacy, and action by the worker as 
opposed to mobilization of clients to work on their own -behaljf. Compe- 
tence in fulfilling the advocacy role is very important, but workers 
generally lack the necessary technical skills. In addition, their status 
as'employees of target organizations often serves to diminish advocacy 
activity. As a remedy to this situation, it is proposed that the prbfes- / 
sional association support the advocacy endeavors of its members by en- 
oouraging such practices, providing backup resources, and protecting em- t 
ployees against reprisals. More specifically, it is recommended that limited 
association support be given to nonmembers and that the association itself 
f assume advocacy responsibility in selected instances of cla$s-wide relevance. 

182 National Easter Seal Society for. Crippled Children. The Easter Seal 

' role in advocacy: A position statement adopted by the Board "of Direc- 
tors, February 15 » 1974 . Chicago: The National faster SeaT Society 
f for Crippled children and Adults, 1974. 

Recognizes the Easter Seal Society's commitment to help handicapped 

persons realize their full potential, and offers a rationale for its ad- 

.voc&cy role* It is stressed that effective rehabilitation requires a' 

positive attitudinal and physical environment, and the Society's Bylaws 

marftlate means of promoting such conditions. Advocacy measures are needed 

both to maintain high-quality direct services and to remove environmental 

16!) . ' 
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barriers. Advocacy techniques which can be employed include the .following: 
s (1) involving disabled persons in determining solutions to problems; (2) 
^marshal lft)g governmental efforts to promote a barrier-free environment; (3) 
speaking, writing, and acting on behalf of the handicapped; and (4) inter- 
• vening to assure that services are provided and rights are recognized,^ 

183 National Health Council. ■ Consumer input: Why and how ? New York: 
National Health Council, 1976. 

The National Health Council (NHC) explores the "why's" and "how-to 1 s" 
of consumer involvement in health planning and development. Provides ' 
basic definitions of consumes, consumer group, and consumer representative 
by way of introducing the importance of and methods for consumer input. 
Offers reasons why consumers can be useful to agencies in deciding upon 
action that is appropriate to. their particular situation. Stresses the 
necessity of involving the poor and minorities in health planning, if 
. services they receive are to adequately meet their needs. Also suggest the 
N recruitment of former consumers, e.g., cured cancer patients, who have a 
f ' keen awareness of and can speak to the heajth- needs of a particular pdpu- 
lation. Emphasizes the responsibility associated with consumer represent- 
atives, which should not.be construed, as anything less than a specialist 
in certain areas essential to the provision of good health care. Di3cus$e,s 
methods for fostering communication between professionals and consumers of 
their services. Lists some of the ways in which health professional assoc- 
- iations and voluntary heal'th organizations have solicited the participation 
of consumers to improve their, respective goals of improving the public's " 
health and curing or relieving disease Snd affliction. ' 
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184 Neufeld, 6. R. The advocacy role and functions of councils for the develop- 

mentally disabled. In J. L. Paul, R.^Wiegeri nk, & G. R. Neufeld (Eds.), 
Advocacy: A role for DP councils . Chapel Hill, North Carolina: 
•^Developmental Disabilities Technical Assistance System, 1975, pp. 7-30. 

Asserts that an advocate must adopt the perspective of his client, 

and that modern industrialization and urbanization have given rise to a 

need for a social movement to advocate on behalf of developmental ly disabled 

persons. In order for such an advocacy movement to be effective, there 

must Wan alliance of all concerned groups including adyjocates both within 

and outside of the service delivery system. Devel opmental 'disabil i ties 

councils represent such a coalition and should assume a role in advocacy. 

They are/in a particularly unique positiorf^to^issure accountability of 

service agencies through monitoring activities. They caryalso be respon- 

t 

sible for establishing a comprehensive communication network within the 
. human service .delivery system and between it and its consumers.- Further- 
more, they can facilitate action related to citizen involvement 1n direct 
service provision, confrontational activities, lobbying, and legislation. 
It is concluded that developmental disabilities councils should primarily- 
be enablers of advocacy activities rather than doers of* it so as to avoid 
controversy. 

185 Neufeld, 6. FL Advocacy: An examination of its interaction with the 

. human service delivery system. In 6. J. Bensberg & 0. Rude (Eds.), 
Advocacy systems for, the devel opmen tally disabled . Lubbock , .Texas : 
Texas Tech University, Research and Training Cer\ter in Mental- 
Retardation^ 1976, pp. 99-112. * 



Suggests that there is $ need for a cohesive social movement to effect 
change in the service delivery system. Problems giving rise to this need 
are related to the system's size, complexity, fragmentation, self- protective-* 
ness, and unresponsiveness. These problems* must be addressed by advocacy, 
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and two approaches to it ar6 described. First, internal advocacy, which is. 
practiced by employees of the System, attempts to bring about change from 
withi/i by utilizing negotiation methods- It has the advantages of easy * " i 
access to information and stable financial support, but there is a substantial 
possibility of conflicts of interest. Second, external advocacy, which is 4* 
independent of the service delivery system, frequently adopts, an adversarial 
posture and has available many remedies. However, it may be limited by lack 
of access to information, lack of communication with natural advocates 
within the system, financial instability, temporary leadership, and oy.er- 

* * 

involvement with the struggle for change rather than wi\th clients.' An 
example is presented illustrating the strengths and weaknesses of internal . 
advocacy, .and it is proposed that an ideal advocacy program shpuld include 
elements of both internal and external advocacy. State devel omental dis- 
abilities councils are seen as in a good position to do this, bu^ coali- 
tions must be formed of all involved. This is necessary to" assure the 
accountability of all government levels and agencies. 

'186 Neufeld, 6. R., & Paul, J. L. Advocacy training. In J. L. Paul,. 6. R. ' 
• Neufeld^&.j. w. Pelosi (Eds.), Child advocacy within the system . 

Syracuse: Syracuse University Press, 1977, pp. 112-123. — ' 



Points out various factors giving rise to a need for advocacy, and 

\ 

% V 

stresses that advocates should serve "to jssure public services accountability, 
7 satisfaction of client needs, and protection of rights. Advocacy training « 
should be designed so as to promote integration between internal and ex- 
ternal advocacy, to develop advocates' Competence, and to give advocacy 
endeavors organization and structure. Training is furthermore speeded for 
different types of advocates. First, it should provide citizen or volunteer ^j. 

* • 
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advocates with skills to lobby and to function as board members and con- 
' sultants to public programs. Second, in-servfce training should establish 
in system employees a commitment to advocacy in addition to the role for which 
they are being paid. It should al so ^teac+rlnethods of m^itoring, communi- . 
. cation, protecting legal rights, and advocacy techniques. Third, full-time 
advocates require training in a wid&\variety of competencies including those 
related to cl ient^ceniered data, organizational and human service system*, *, 
_ organizing citizens for action, and use of public media. In addition, it is 
suggested that universities should-play a major role in providing advocacy 
training. • • , >, 

187 Novak, L. Operation of the citizen advocate program in Lincoln, Nebraska*. 
In W. Wolfensberger & H. (Zauha (Eds. ), Citizen advocacy ancKprotec- 
tive services for the 'impaired and handicapped. Toronto: National 
Institute on Mental Retardation, 1973, pp. 43-78. 

Discusses the implementation of the first citizen advocacy program 
which was sponsored by the Capitol Association for Retarded Children in 
Nebraska. The mechanics of staffing and funding the project are reviewed 
as are the roles of an advisory committee, executive committee, and various 
subcommittees. Also, methods used by the administrative staff in recruiting, m 
procuring information on, and matching advocates and proteges, orienting 
and training advocates, and supporting and documenting relationships are 
described. A number of advocacy types and activities are overviewed, and 
ways in whichs^dvocates help their proteges are presented. The main prob- 
lems facing the program are an insufficient number of advocates, jealousy 
and resistance of proteges, the voluntariness of th* program, and lack of 
communication. Overall, it is concluded that Citizen advocacy can work. 
Appended are examples of application forms, interview schedules, protege 
information forms, guidel ines, 'and reporting^heets., 
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188 Orlin, M. A role for social workers in the consumer movement, Social 
Work , 1973, 18(1), 60-65. * ' - ^ 

1 Suggests that the consumer movetoent, which established a strong iden- 

. tity in the 1960 's, was a result of the feelings of many people that their 

needs were not being met. Such persons concluded that in order to achieve 

economic well- being they had to act as consumers as well as producers of ▼ 

income. States that the field of social welfare must recognize consumer 

issues as part of its responsibilities to combat alienation, and help the 

poor who suffer the most in the marketplace. As a^n example, author points. 

f 

out that the Office of Economic Opportunity (0E0) program was deeply in- 
volved in consumer activities for the poor as demonstrated through: (1) 
consumer education; (2) low-cost credit facilities; (3) family financial 
planning; (4) debt consol idation and reduction? (5) buying clubs; (6) legal 

services; and (7) family emergency loans. Social workers have an important 

& * 

role to play in the consumer movement, in both the private and public sec- 
tor. They can work directly with individual s and/orymanipulate the en- N 
virotment. In working with individuals, they can become involved with: 
(1) consumer education which teaqhes both how to get satisfaction from, 
bought goods and about rights and laws; (2) consumer advocacy which may* 

9 

. take the form of informal settlement of disputes, direct action, or en- 

listing the help of public law enforcement agencies; and (3) referral to 

r - 

community resources. Manipulating -the environment could include such 
actions as lobbying, monitoring enforcement of ex*isting i 1 aws, research, 
and acting as liaison between business and consumers. 
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189 P*nitch, A. Advocacy in practice. Social Work , 1974, 19(3), 326-332. 

• Advocacy is defined as defending, promoting, or pleading a cause and = 
is viewed as an integral part of social work. In relating the social environ- 
ment to the principles of advocacy,* it is asserted that the practitioner 
must take a stand against client dehumanization. Part of the responsibility 
for social work advocacy lies with, social work educator's who should, encourage 
and support student endeavors in recognizing and confronting agency viola-^ 
tions of human dignity. More specifically, schools of social w$rk must 
place more emphasis upon classroom instruction in the technology 0f advocacy 
and demonstrate commitment to its .principles during field instruction. 4 
Among the possible techniques of intervention which can be taught and 
employed are the following: (1) studies and surveys; (2) expert testimony; 
(3) s t*se c onferences with other agencies; (4) interagency committees; 
fe) education; .(6) position- taking; (7) administrative redress; (8) demon- 
stration projects; (9) direct contacts with officials and legislators; 
(10) coalition groups; (11) cl ient groups; (12) petitions; 03) persistent 
demands; a^id (14) demonstrations and protests. In order for Social work - 
advocacy to flourish, methods must be developed- which practitioners consider 9 
to be professional, and a strong commitment must be made^ social justice. 

190 Pappanikou, A. J. The importance of perception in Child advocacy . Unpub- 

lished manuscript, University of Connecticut - Storrs, 19/1. 



0 

ERIC 



The objective of child advocacy is defined as "to protect human beings 

arfd, in turn, the legal rights of cl(j^ren so that^heir physical and emotional 

states\complement the varfables which^affect learning." Given this context « 

of an educational setting, a child's motivation to learn is identified as 

Important, and advocacy is recognized as a means of intervening for the 

purpse ofVemoving barriers to positive, motivation. It is furthermore 
i * % * % . 



191 

suggested that public school personnel can be effective advocates only if 
they are-perceived as such by children and if they take into account the 
consumer's perception^ of reality. A school advocacy program is described 
which allowed each student to choose his own advocate, and the advocacy roles 
assigned and range of problems d^alt with are identified. Finally, it is 
cone 1 uded 'that empirical data are needed in. the field of child advocacy to 
augment its effectiveness. 

* » 

191 Pappanikou, A. J. ..Dual advocacy model for inner-city schools.' In J. L. 

Paul,'G. R.'JJeufeld, & J. W. Pe.losi (Eds.), Child advocacy within 
the system> Syracuse: Syracuse University Press, 1977, pp. 75-90. 

Overviews some of the problems and complexities of inner-city educa- 
tion which [result from racism and economic barriers and federal efforts 
aimed at remedying these problems. While warning against self-serving 
advocates in the^he^tto, it is concluded that an effective advocacy program 
is necessary to coordinate existing programs into means of effeSting positive 
change for minority inner- city persons. Most inner-city advocacy activities 
which were iaitiajted in the \960s were, based on either adversary or om- 
budsman model, '"These generally failed to result in lasting cfiange. A dual 
advocacy model is proposed which utilizes the adversary and ombudsman approaches 
and overcomes the deficiencies* of each used alone. Within this model, the 
ombudsman, who is part of the service system, is responsible for forcing an 
fnstitiition-to recognize its problems and the need to solve them. When such 
efforts faij, adversarial techniques, can ^e^enj^loyed which emanate from out- 
side tkie system. The application of this advocacy method to the' school 
setting is described in terms of dealing with the following types of prob- 
lems: unusual needs or demands; (2) teacher-child conflict; (3) parent- 
teacher- school conflict; and (4) interdisciplinary programming. It is 
stressed tbat 'the two advocacy components must work together in order to 
O make the sVstenKfunction effectively. 
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192 Parent . . . ACT (Advocates for Children Today) . - Final report 1970-71 . 

Milwaukee, Wisconsin: University of Wisconsin, School of Social- Wei- 
fare, Community Mental Health Field Education Unit, June 17, 1971. 

Describes a project sponsored by a university school of social welfare 

and a community mental health association, the purpose of which was to 
> * {) 

* establish a functioning committee(s)* of parents^of emotionally disturbed 

f children. Activities per^brmed^by student staff, parents, and professionals 
during the first months of the program are reported. These include: (1) 
preparing parents for [>articipation in a public hearing; (2) establishing a 
steering committee responsible for formation of the parent group; (3) Rre- 
paring and distributing an explanatory brochure; (4) convening three parent 
committee meetings with their resulting actions; (5) reorganization of the 
steering committee; (6) assumption of group responsibility by the parents; 
and (7) participant evaluations of*the project. The programjs success in* 
dicates that parents can be effectively organized for the purpose of child 
advocacy and that sociaj^work students can establish and maintain construc- 
tive professional relationships with parents. - v 

193 Pascal, C, Neufeld, N G. R., & Adams, J. H. Legal advocacy programs for 
f , disabled citizens: A survey and anal ysTs^ Unpublished manuscript, 

Developmental Disabilities Technical Assistance System, Chapel Hill, 
-North Carolina, 1976. 

Notes tjj^ prol iferation of l egal advocacy for the handicapped in recent 
years, and presents the results of a nationwide survey which explored the 
status of legal ' services for the developmental ly disabled. As a means of 
describing such programs, 11 "projects representing a cross-section of . 

o 

available types of legal services are discussed. Legal services programs 

V 

• in general are then analyzed* in terms of their strengths an'd weaknesses. 
Specifically, they are found to make significant contributions in>providing 
services to low-income persons, public education, establishing national 

A ^ 



precedents and publicity, and A in facilitating the development of a specialized 

^ * 

i>ar and innovative modes of service delivery. Deficiencies are found due 
to lack of permanence, relictions imposed by the funding source, 1 imita- 
tions on thre ^ppulatiofTserved, lack cOf expertiseyof jthe bar* in general, 
c and limited involvement of the private bar. Based on these results and 

0 * 

analyses, recommendations are made for expanding and .improving legal ser- 
3 vices for the disabled. These are focused upon the areas of lawyer refer- 
ral services, legal advertising, legal special ization and pre-paid legal 
services plans. Appended is a sample of a resolution that could be used to * 
^ make lawyer referral services more useful to* the handicapped. 

194 Pascal* C. B., & Turntjull, H. R. , III. Legal advocacy for the DD cftizen. 
* In J. L. Paul, R. Wiegennk, & 6. R. Neufeld (Eds.), Advocacy: A 
role for DP, councils . Chapel Hill, North Carolina:' Developmental 
Disabilities Technical Assistance System, 1975, pp. 149-172. 

o 

Legal advocacy rs practiced within a legislative, 0 administrative, or 

court forum, and some general concepts related to the law are discussed 

Y 

including procedural : and substantive due process* and equal protection. 
Also, an outline of the a^sertecK^egaf rights of developmental^ disabled ^ 
citizens is presented, and rM^r suggested that advocates should give em- 
phasis to the assurance of educational and^ patients 1 rights. The right to 
education can be considered in t§rms of appropriate "education, right to 
fair classification and placement, and compensatory education. The right? 
of Institution residents embrace the following: least restrictive alter? 
native; right to an advocate; right to a d^eent- environment; right to 
education and treatment; right to refuse o treatment; right to be free f rom 

A 

peonage; individualized treatment plans and. periodic review; rfght to be 

*m • 

•free from unfair transfer; and posti-deinstitutional ization assistance. 
Finally* a ljst of program's which should be considered by developmental • 
-disabilities councils in estsbl ishrtncf leaaKadvoCacy services is offered. 
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195 Paul /J. L. .Advocacy potential of developmental disabilities councils. * 
In J, L. Paul, R. Wiegerink, & G. R. Neufeld (Eds.), Advocacy: A 

^ ' # role for DP council Is . Chapel Hi 11 > North Carrol ina: Developmental 
Disabilities Technical Assistance System, 1975, pp.. T-5. 

The"mandate of developmental disabilities (DD) councils to provide com-* 
prehensive planning for' disabled people includes tremendous potential for 
advocacy. Their_advdcacy becomes manifest in terms of their values °and 
• actions, and these should be determined by consideration of both the needs* 

of the devel ^pmpntal ly disabled and problems inherent in the service delivery 
system.^ DD councils 1 orientations must focus primarily upon the rights of 
disabled* citizens and' ways of overcoming bureaucratic inertia. That is, . 
the rights and needs af the client population must not-be compromised, and 
capability Igitist^be .developed to make car^giving systems responsive' to these 
4 rights and^ieeds. In order to functioh effectively, developmental dis- 
abilities council sunust first establish a set of principles upon which they* 
*base their activities. * Once this is accomplished, the foundation exists * 

for them to act as advocates, both in terms of their 'philosophy and. program. 

a * 

• 1 • ' 

196 Pauf, J. L.< Advocacy and the advocate. In J. L".* Paul , G. R. Neufeld, & 
1 . . J. W. Pelosi (Eds.), Child advocacy within. .the system . Syracuse: 
Syracuse University Press, 1977, _p^ -14T-;l§2. % « \ ~ ^ 

• /Presents spmk psychological cQ$j derations of the advocate role in 

terms of both "individual characteristics and relationships with others'. 

jn'each of theseyre sheets, the. advocate must determine the boundaries and 

authority of his professional role and persQn&l -identity. He must. develop 

* t ' 

an identity for himself as an advocate in relation to his own family, pro- 
fessipnals and bureaucrats, the cpmmuni ty ps; a whole, and the child who is 
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his client. Sope of the problems wfoicji affect the advocate's morale are 
ambig'uity, conflicts of interest", and the temptation to become cynical, and 
he must constantly strive. to maintain sensitivity to individual needs. Some 

. ' ., ' • / ' • • ' 170-' . 
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of the variables which affect the advocate role are the use of tactics gf 
influence, identification with the bureaucracy, 'publ ic credibility, and 
ability tcr work Vnthout the protection of a bureaucratic structure. In 
, regard to the latter; it Is pojted that an advocate must be afole to relate 
to;* but must avoid within the advocacy program, red tape, Jargon, physical 
- * separation from clients, arid rules and decorum. 

197 Paul, J. L. Advocacy program development. In J. L. Paul, G.- R/Neufeld, 

& J. W. Pelosi (Ecfs.), Chil d advocacy withi n the system . Syracuse; 
Syracuse University Press, 1977, pp. 130-140. 1 

Discpsses issues related to the planning and implementation of advocacy 

programs. The first step in. program development is assessing the needs to 

be addressed. This is a means of guiding and structuring activities for 

the advocate ang^of communicating with the^community. Second, a- po^r b^se 

must* be determined and/ior established both inside and outside the bureau- 

cfacy. Third, priorities must be chosen in cooperation with t h e community. 

Some of the specific decisions which must be made are also examined: (1) 

who is accountable?; (2) who needs to be involved?; (3) how will you know if 

you are on track?; (4) what is your real power base?; (5) minimum standards 

for continuing; (6) critical information network; (7) role of consumers; 

(8) policy and the public media; and (9) boundaries between advocacy and 

* service. • ' ° ' 

198 Paul, J. L. A framework for understanding advocacy. In J. L. Paul, G. R. 

Neufeld, &-J. W. Pelosi (Eds.), Child advocacy' within the system . 
Syracuse: Syracuse University Press, 1977:, pp. 11-31. 

• " Explores ecological theory in terms of the fit between a child and his 

♦ 

environment, and it- is suggested that, when misfits occur, the social pro- 
cesses or transactions between these be examined. Areas of human need afjd 



*• -adaptation, such as maintenance of physical life and of a way of 'life; which 
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are common to everyone are discussed* # Given this normative base, deviance 
is defined as "a recognized discrepancy over time between the expected and 
accepted behavior of a particular collective and the behavior of a member 

*of that collective." Deviance and conformity are examined in cultural terms 
relative to a child's interactions with his contexts as a rationale for child 
advocacy endeavors. Transactional problems which must be solved by advocacy 
include providing a child with support; means tyf developing competence; con- 
twenty of experience; protection from conflict between home, school, and 
neighborhood; and productive relationships between child serving systems 
and the community. In discussing advocacy specifically, class advocacy is 
criticized as not taking into account/Individual differences. It is stressed 

• that, whenever possible, a person should speak for himself. When this is 
not possible, the questions of who speaks for whom and .to what extent must 

be carefully considered. 

<> 

Paul, J. L. The need for advocacyX In J. L. Paul, 6. R.,Neufeld, & J. W. 
Pelosi (Eds.), Child advocacy within the system / Syracuse: Syracusje 
University Press, 1977, pp. 1-1Q. * * 

Notes many problems regarding the impact of social institutions on 

children, and recognizes child advocacy as a social movement dinjed at 

remedyirvg the^e problems. In general, the purpose of cMld advocacy is 

to assure effecfi ve v and integrated Services and to defend the child ag 

seryices that are not in his best interest. It includes such activities 

as developing procedures for protecting and enriching the lives o.f, children, 

exarftfning the child's environment to ascertain means by which he can develop 

positively, andutilizing judicial procedures. In all of these endeavors, 
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focus is upon the child 1 s rights as a person, and efforts are directed toward 
legal assurance of those rights and promoting accountability to the-child. 
^Finally, it is suggested that ther*e is a need for, advocacy in the areas of. 
v economics, environment, legislation, 'and litigation and that it should be 
developed at a number of different levels and^in a variety of di recti ons. 

200 Paul, J., & Gregory, R. Developing an advocacy system for children: A 

mechanism for basic deinstitutionalization. Special Education Theory 
v - Into Practice , April 1976. 

Explains the ecological assumption that human problems are rooted in 
transactions, between individuals aitd their environments and the frequently 
occurring extrusion of "deviants" for the purpose of maintaining calm 
sogial settings. Given this background, a design for a child advocacy 
.system which serves to maximize. growth potential within norjnal environments 
is presented. More specifically, the fallowing goals for such a system are 
suggested: (1) increase sensitivity to.,the process of extrusionf (2) de- 
duce extrusion rates; (3) 'develop* effective re-entry mechanisms; (4) monitor 
chi^ld and environmental fits to maximize child potential and environmental 
integrity; (5) increase community awareness of the need to create environ- 
mental alternatives for children; (6). create alternative child- relevant 

environments; and (7) create alliances of all groups ^interested in child • 

* • * 

potential. Various recommendations are made' regarding the impl ementation 
Of a child advocacy* system including the provision of such services as \ ^ 
family assistance, training and counseling, and .teacher- trafnin^and coun- 
seling. A^lo considered are means of working with government personnel and 
"agencies at $\ffet*kr\t levels for the purpose of providing a comprehensive 
child development program needed to maximize life situations: . % « 
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201 PauKU, L., & Neufeld, 6. R. Child advocacy: An overview of a within- 

systems approach. In B. T. Saunders (Ed,), Approaches with emotionally 

• disturbed, children , Hicksville, New York: Exposition Press, 1974, " 
pp. 175-199- ~ . „ 

In spite of the vast resources being allocated to make opportunities 

available to children, a child advocacy- movement is gaining strength for 



the purpose of improving children's quality of life, A wi thin- sys ten) 
approach* to .advocacy is committed to institutional change, and the public 
school is a primary target. During recent years, schools have, started to 
change in significant ways and to recognize the chilcj as having rights. 
Child advocacy is evolving within this context and^orks to transform 
attitudes. It adopts the perspective of the child and accepts his right - 
to be different. Part of its task must include learning about children,- 
their social systems x and their relationship to the Targer society. Given 
■this framework, then, service delivery systems must be made accountable to 
the children they serve. Three case studies are presented which illustrate 
some advocacy issues and various type^ of interventions. , It is stressed 
that advocacy must derive its power from the grass roots level, be concerned 
with* direct services, and improve understanding about and interactions with 
f m ' children. • ' 

202 Paul,. J." L., Neufeld, 6: R. , & P*losi, J.. -W. (E^J. Chil-d advocacy within 
the system . Syracuse: ^Syracuse University Press-, 1977. 

' Overviews the philosophy and practice of advocating for children. The 

r assumption is made that society's institutions, are failing £hi>d.ren, and it 

is proposed that a -system of -advocacy can serve to "redeem the human poten-. 

*. tial. within our institutions." -The following chapters, are included: (1) 
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The Need for Advocacy; (2) A Framework for Understanding Advocacy; (3) Ad- 
k vocacy System: Generic Components; (4) .Advocacy in Home, School, anb Com- 
munity: Child Advocacy System Design; (5) Dual Advocacy Model- for Inner- 
City Schools; (6) Advocacy in an Institution; (7) Child Advocacy in Govern- 
ment: A Statewide Program; (8) Advocacy Training; Advocacy Program 
Development; and (10) Advocacy and the Advocate. - > 

203 P aul > J - L., Rosenthal, S/, Adams, 'J., & Ramsbotham, f\. Advocacy: Re- 
* sources and approaches . Chapel Hill, North Carolina! Developmental 
Disabilities Technical Assistance System-, 1976. y ) 

Jhe developmental disabilities legislation of 1975 requires that . 

' s 

states develop and implement advocacy systems to "protect and advocate the 

i 

rights of >personsf witfi developmental disabil ities." This booklet is irv- 
tended as a. resource to help developmental disabilities councils perform 
effectively their responsibilities in thfs regard. More specifically,, 
background factors associated with advocacy are reviewed, and advocacy is 
defined in terms of its levels of intervention and processes. Advocacy is 
'furthermore explained by m£ans of its practitioner's relationship to the 
service delivery system, 4 and the advantages and disadvantages of internal 
and external advocacy are discussed. Also overviewed are ways in which 
advocacy activities may.be structured, characters sties needed by^dvocates, 
functions which can be performed by advocates, and related issues. Eight 
advocacy programs are described which illustrate a variety of advocacy 
approaches. In^addition, a number of resource people are listed as are 
f Available "films, slide presentations, and videotapes on the topic of 3d- 
^ocacy/ Finally, an annotated bibliography of relevant- materi s is in- 
tWed. ' • . • * 

^ • •-. •• .' » • ' 
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204 Paul, J. L., Wiegerink, R., , & Neufeld, 6. R. (Eds.). Advocacy: A role for 
DP council s . Chapel Hill, North Carolina: Developmental Disabilities^ 
Technical Assistance System, 1975. N 




4 Presents a series of^papers rela.ted to advocacy and the deve-lo'pmej 
disabled and to the advocacy function of state developmental disabilities 
councils. In general, it is pointed out that advocacy requires both passion 
and competence >n order to result yi positive change. Specifically, the 
toplics covered in regard to building these skills are as follows: (1) ad- . 
vdc^y potential of developmental disabilities council sV^T?) the advocacy 
role and functions of councils for the developmen tally disabled; (-3) con- 
sumer as advocate:' personal perspective; (4) planning fo^ council action; 
(5) a role for consumerism in ..the.. DILmovement; {6), regional fsm; (7) revenue 



"""sharing: advocating for resources; (8) public awareness planning and 

development; (9) legal developments: through and beyond the history of the- 

developmental ly. disabled; (10) legal advocacy for the DQ citizen; and (11) " 

> 

deinstitutionalization of the developmental ly disabled. *In addition, an - 

extensive description^ the structure of the conference from which these 

papers are derived is appended as are.the training modules related to the 

* subjects under discussion. A 

• ■ t 

205 Pechman, S. Seven parent and ahild centers:'. Children Today; 1972, 
.JJ2)',- 28-31. , 

" • « * 

s Although much money has b,een made available toprpVide services to 
t * — ' » 

N poor famil ies,* many ^ligible persons do not receive those servlces^Jn 

response O to this problem, seven ftfrent "and Child Centers, operated under 

0 th^ auspices of the Offixre of Child Development 1 § Project Head Start, . 

received .supplementary funding to include &n advocacy component in tneir 

programs. The objectives o*f these advocacy endeavors include assessing 

family need£, identifying and coordinating existing resources, providing * 



referral and follow-up services, developing needed new programs, and es- 
tablishing training procedures for child advocates. Examples of the 
Centers 1 advocacy activities are presented which illustrate how the project 
participants attempt to'meet identified community needs. It is noted that 
an important aspect of this program is evaluation of its impact upon the 

families served and upon the total service delivery system. 

i , 

206 Pelorsi, J. W. Advocacy system: Generic components. In J. L. Paul, G. R. 
Neufeljd, &-J % W. PelosMEds. ) , Child advocacy within the system , 
Syracuse: ^Syracuse Upiversity Press, 1977, pp. 32-40, 

Introduces ji model pf a coq^unity- based child advocacy ^system and 
identifies i^-^ecessary components, rel ationships ^between *componejits, and*' 
relationship to the community. The mission of the proposed 'system is defined 
as: "to enable and/br facilitate the full physical, emotional, and social 
. development of each child in accordance with his or her potential/' Design 
requirements and system capabilities are specified as'tfiel-}. Th^four main 
* components of the system are discussed in terms of their roles and relation- 
ships^ These are: (1) monitoring/assessing component whiqh involves gather- 
ing and analyzing both child specific and % service delivery information; (2) 
action component which is responsible for planning and implementing activities 
t0 remedy problems in service delivery; (3) community involving component 
^ -which includes initiating and developing the'advosacy system as well as com- 
muhity support for it;- and (4) management component which handles o.rganiza- 
tional matters and the monitoring and aclidn capabilities. 
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207 Pelosf; ui. W., & Johnson, S. L. To protect and respect: Advocacy for your 
child: A child advocate's handbook. Durham, North Carql^ina: Child 
% - Advocacy System Project, Learning Institute of North Carolina, 1975. 

Presents information for use by parents and others who v<ish to serve 
as advqcates for individual children. This manual outlines in considerable - 
detail procedures which can be performed for the purpose of assuring the 
availability of appropriate services, resources, and programs to this popu- 
lation. The first task to be carried out in the advocacy process is moni- 
toring, and this includes'the following steps: (1) deciding what activities 
to monitor; (£) deciding what places to monitor; (3) deciding what to look^ 
for in each situation; (4) deciding how to collect the information; and 
. f5) collecting the information After the data have been gathered, they 
must be assessed in ordjsr to determine whether or not a change is needed. 
Once it is decided that a change is necessary, advocacy action should be 
directed at this goal. It involves the following steps; (1) developing 



r 



a plan for changing the situation; (2) carrying ou^f the plan; and (3) 

\ 1 
evaluating to make sure the plan is carried out and to determine whether 

or not it accomplishes what it was supposed to'for the child~. It is sug- 
. gested that in working to guarantee neecled services to children, the ad- 
vocacy process must be one that is both systematic ^and continuous. 

• + ] 

/ 

* 208 Pelosi., J; W., & Paul; J. L. Advocacy in home, school, and*communi ty : 
Child advocacy system design. In J. L. Paul, 6 t R. Neufeld, & 
' * J. W. PelosM '(Eds.) , Child advocacy within the system . Syracuse: 
Syracuse University Press, 1977, pp. 41-74. ~ • . 

* ' Discusses, -the; Child Advocacy System Project. ^Its nine goal's are 

listed as follows: (1) monitor child and environmental fits to maximize 

child potential and environmental, integrity* (2] increase community aware- 

-ness< of the need to create' environmental . al ternatives for children; (3) 

✓ ■ - ' \ * • . ' . 

create alternative child- relevant environments; .(4) create alliances among 
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families, schools, and other community interests which have. a primary in- 
terest in maximizing child environments arid thus c hi <1 d potential; (5) cata- 
' lyze the existing programs; (6) increase sensitivity to the process%f stigma' 
^ and exclusion as it is- now occurring in the community; (7) reduce the exclu- 
slon rates in communities; (8) develop re-entry mechanisms in order that' 
children currently and futurely excluded can^be^returned successfully 'to * X - 
community 'living arrangements^jjid (gfmobilize informal neighborhood and"* 

* - * 

community advocacy resources ,for children. . The project design arid develop- 
ment are extensively described in terms of its child advocacy team, neigh- 
borhood council for children, advisory board, and site selection as well as 
its initial planning, initial entry, staff recruitment, implementation of 
design, and continued field activities. 

« 

209 Pelosi, J. W., Taylor, D.,~& Paul, J. L. Child advocacy in government: A 

statewide program. In J. L. Pa*ul , G.'R. Neufeld, & J. W. Pelosi (Eds.), 
thild advocacy within the system . Syracuse: Syracuse University 
• Press, 19/7, pp. 103- 111. 

Describes a legislatively mandated advocacy system within the state 
government ©f North Carolina.. Four strategies for the effective function- 
ing of such a system are identified as follows: (1) mainta^Ta close al- 
v liahce With, a constituency outside of government; (2) raise the advocacy 

consciousness and potential of service personnel; (3) reserve the right. to '/ 
• e go to <the source of power when necessary; and (4) maintain A inkages with 
those in the political system that appropriate resources and set policies. 
# - Activities are carri-ed out both at the state and local levels. The field 
• staff Tare reSpon-sibl eVorN^the 'case advocacy part of the program and perform ' 
the following functions: coordination of services;-* promotion of aWareness 



0P - . ' 

ERlC - . - 188 



«J <P » ■ 

210-211 ■ . ' 
and responsiveness to the rights and needs of-children on the part of public 
/ agencies; and management of an Office for Children Findings. The relation- 
ships between these functions are also discussed as are the philosophy and 

: - 

A. O « 

approaches which guide the advocates. 

« ° 

210 Perske, r! New directions 9 for parents of persons who are retarded . Nash- 

ville: Abingdon Press, WIT. 

Traces the general adjustment patterns of .parents of retarded children 

'i ♦ 

which culminate in an interest in advocacy. The first of four stages through 

* which such parents progress is focused upon themselves. During this period, 

» ', ' ■* 

such factors as unrealized expectations, reactive mood shifts, changes in 
life style, repulsion of the child, and theological adjustments must b,e 
coped with. \ 4 Second, the fo^us shifts to the child, and efforts are made ' 
to help and understand him. Third, concern widens to embrace the whole 
family structure!. Finally, the fourth stage of adjustment focuses upon 
society so* as to understand and change it when necessary. At this time, 
parents of the retarded may choose to join withWther parents so as to 
effect grojip-actioin/ Some, of the advocacy forms that have developed out 
of organized groups'are: Ml P i1ot P^ent programs; (2) governmental ,and 
legislative advocacy; (3) public attitudinal change efforts; (4) working ' " 
for' community-based servipes; (5) citizen advocacy; (6) coordination of , 
efforts with poverty programs; (7) "Litigation; (8) youth mavements; and 
(9) monitoring efforts. ^ ' 

211 Perske, R. A process of screening and guidance for citizen advocates. In 

VI.' Wolfensberger & H. ZaUha (Eds.), Citizen. advocacy a-nd protective . . 
services for the impaired and handicapped. Toronto: National In- 
stitute on Mental jletarflatlon,. 19/3, pp. 233-240. 
V ^ 

Suggests that the succesfcfcf citizen advocacy programs can be sub- 
,stanti*lly enhanced by-back-up support, and <$hree phases of advocacy relation- 
ships are examined within this context. At the beginning of an advocate's 
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involvement, a coordinator jnust be concerned with such considerations as the 

* first contact, printed materials, formal -applications, review of the-appl1ca-V 

4 • ■ 

• tions, screening interviews, letters of decision, orientation and 'training, 
and matching of advocates and proteges. During the "implementation phase ^of 
the rel ationship,*the coordinator needs feedback for an extended period of 
time, and h£*$ius£ l$?tp the advocate accept hi^ protege as he is, work 
through -critical, incidents, and provide opportunities for sharing between 
advocates. When a relationship must temijia^e, the coordinator is respon- 
sible for-easing this process and making it a productive experience. The 
intent of citizen advocacy is that relationships be lasting and stable, and 



in order that*this occurs, there must be assistance provided while the 
advocate develops ^deqjjate independence. 

212 0 Perske, R. _flew directions far volunteers. In C/Cherington & G.-Dybwad t 
. (Eds. n New neighbors: The retarded citizen in quest of a home . 
Washington, D.C. : President's Committee on Mental Retardation, 
1974, pp. 163-172. 

Notes the trend away from vbl unteer-run gommunity services for the 
retarded to those professionally tun?* and suggests that in order for volun- 
' tary organizations to survive they must^aSopt new directions. These may 
take the form of one or more of. the following: , (1) public attitude change 
task forces; (2) agency monitoring efforts; (3) pilot parents projects; , 
1 (4) citizen advocacy programs; (5) creative programs to find quality guardian- 

+ \ 

ships in the community; (6) youths relationships; (7) government and legis- . * 
lative action forces; (8) actibn groups in low ecortomid sectors; (9) human"- 
and legal rights task forces;" |l0) program innovation task forces; and. (11) 
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ad hoc task forces. All of these examples represent ways in which volunteers 
can do meaningful wopfc, and all are types of advocacy. In changing directions, 
voluntary agencies must recogniz^ that they have some serious problems to . 
overcome bu&that also new opportunities are available. ' 

./:* ■• 

213 Plotkin, L. Need for and forms of volunteer (citizen) advocacy. In 

L. D. Baucom & 6. J. Bensberg (Eds.), Advocacy systems for persons 
with developmental disttbil ities:, Context, components, and resources . 
Lubbock, Texas: Texas Tech University, Research and Training Center 
in Mental Retardation, 1977, pp. 103-112. 

* ■ 

Makes the distinction between voluntary and paid advocacy, and pre- 
sents a number of examples illustrating the importance of voluntary advo- 
cacy even in situations in which model legislation and progressive judicial 
decisions are in effectv Three main forms of volunteer advocacy are de- 
scribed: (1) individual advocacy, i.e., citizen advocacy; (2) sel f- advocacy, 

• i.e., disabled persons learning sufficient self-help skills and social com- > 

* » ** 

patibility to be th§ir own advocates; and (3)^group afdvocacy, i.e., Human , 

' ' I 

Rights Advocacy Committees which are statutorily created and act as inde- 




pendent* monitbring mechanisms. 

. W. In .defense of children. Chil-d Welfare, 1976', 55(2), 75-84. 



Deplores the federal government's lack* of commitment to child develop- 
v ment as reflected 1n. its-abdication of responsibility, under New Federalism 

; ^ ..> '" • ■ ; • 

^ arid revejrfUe sharing. programs. .Somewhat offsetting this negativejnfluertce 



^on Qhil4 welfare services, however, 4 are jiew forces. adVojcatincj xhil drfen .s * • 



'I »> 
♦ » 

5' * 




* % . child rehabilitation jn^t^juveiiirr^oustfce $ystm;>the right'bf^ ^ 
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-institutionalized persons to appropriate treatment; the. right of children 

t * 

- t * 

to be protected -from cruel and unusual .punishment in the name of rehabili- 
tation; the, right of ^ child 1 to receive services within- his own state; andy 
the' ne£d to defend children against violations -of'their right to equal 
•protection under the constitution-. Thr€te«*amp3erof Ch^ren's Defense 
Fund ac't1vit<?s on J^half of children' sights are^presented tff illustrate 
active^ concern with .these issues.*" The- responViin'l ity o'f cVil d,#«4 fare 
'• agencies' and professionals to assure that- heeds are metn's emphasized-* and 

, « f , * * # 

t|je importance of individuals wjth specialized knowledge and skills taking 
. ^leadership roles is noted. m " 

215 Ptfloni, R. P., Toff, V., STus&ian,' S. , Honig, A. 4, t 4" BaiVa.l H. ,W. : ' . { • 
v • Workshop problems of -the consumer and future, role of-consume'r advocacy." 
*♦* . In Manpower,, projections for developmental -disabilities in the'l98 0's. 

Philadeipnia; Fa.: . Temple .University, Developmental- DisafciVities . - 
' • Center, n.d., pp. 64-7a. • • * ^ *. 

, :. • <• v ' , . j \ • - ? ,i - ; . j» # « 

Four short pa>er$ on*. consumerism Ve presented which-incl ude' the 4 
* * * *» • ' ' H * 4 * . ' *„' • •< .V »> w '* -, 

, following-: ,(1 L;an oven/jew of consumer irfftflence* oh 'government respSyses \ 

**' \ %P»*Wcularly ,f/re»ard 4jO, litigation and th& T970 flevelp pnatol Disabilities' 

; > Actj»*2) a-n .account of corfeumor participation in" a fcompVehejis^ve -health ' ". 

* ;V' H .%e^5gram; (3V*a desorlfitioft of a.jjrfyately^ded,' famJly^anlentft'* 
..V " men^ health treatmept co&imunit:y; and ,(4^QDservat1bns regarding a « y om- 
«*fi»*munity_reft>»Jral center fqr'di'sabled children.'. A workshop discussion *' ' ^ 

* * o 

»' "following the^e presentations covers topics related -to consumer ^nel s, 
.evaluat-ion of' comprehensive health care services, consumer involvement in 
community programs, 'tea-ining to. assure informed consumers, and various ' , 
roles of .consumer advocates. Finally, small group 'deliberations focus' 



v 

upon the following concern*: (1) potential conflicts of interest between 
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a disabled individual and hfs family; (2) the need for a consumer report 

evaluating program effectiveness; (3) a definition of t'he functions and 

J f . \ 

• qualifications of an effective consumer advocate; ^nd (4) the desirability 

of consumer input in regard to program planning and evaluation. 

216 President 1 s Committee on Mental Retardation. Silent minority . Washing- 
ton, D.C.: .The President's Committee on Mental Retardation, n.d. 

A number of issues related to the fights of mentally retarded citizens 
are raised, and concrete suggestions as to what advocates can do to protect 
the interests of the retarded are made. The following rights alid problem 
areas associated with them are dispussed: .(1) tfoe right to 1 We-- incl uding 
the matters of the right to be born healthy, guardianship, health insurance-, 
and habil itatipn; (2) the right to 1 iberty— incl udihg the matters of 
normalization, the least restrictive alternative, and adequate protection 
when involved with the criminal justice system and prisons; and (3) the 
right to the "pursuit of happirfess-- including the matters of an appropriate 
f z education, employment, and personal rights. It is stressed that in order 
for these rights to be protected, retarded people must have advocates who 
— vigorously represent their interests. Legal advocacy, personal guardian- 
ships, trusteeships, and -citizen advocacy may all be significant means of 
assuring civil and human rights, and advocacy roles can be. assumed by laymen 
attprneys, and publ ic "off icial s. All of these functions and persons are 
needed since the mentally retarded population is limited in its ability to 
organize and pursue legal and legislative remedies for infringements of 
rights. 



> 
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217 President's Committee on Mental Retardation. We are People First. In 

Report to the President: MR 78 . Washington, D.C.: President's 
Committee on Mental Retardation, 1978, pp. 53-58. 

A general review of the origin, goals, and objectives of People First 
conventions. Traces the". movement of a handful of developmental ly disabled 
persons and their advocates who traveled to Canada for the' first convention 
for the mentally handicapped in North^America. Upon returning home, they' 
* launched their own convention. Article briefly describes the highligKts of 
the first Oregon People First convention in 1974 which was so successful vt, 
became an annual event. People First has received increasing visibility 
through its big conventions and now has members on the Governor's Committee 
for the Handicapped, the NARC Board of Directors, and the Oregon Develop- 
mental Disabilities Council. The forum provided by^the People First Con- 
vention represents a new consumer force that preaches sel f- advocacy and - 
the power of .peer group education. - 

218 Preston, L. E. .Who speaks for the consumer? In R. N. Katz (Ed.), 

Protecting the consumer interest: 6 Private initiative and public 
response . Cambridge, Massachusetts: Ballinger Publishing Company, 
1976, pp. 3-5. , s t 

A number of answers have emerged to the title question. These include: 

(1) the consumer speaks for rt1mself--by his purchase behavior in the market; 

(2) market research speaks for the consumer—which is designed to discover 

1n advance potential consumer responses; (3) political arid legal systems mus* 
speak for consumers-- by. providing them a forum to generate nonmarket pres- 
sures and means of redress; (4) activist leaders may speak for consumers-- 

^ V 

this may produce political power blocs, litigation, and development of 
group services; and (5) in-house consumer affairs officers may survey, con- 
sumer interests and incorporate the results into internal management. It 
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is concluded that the consumer- producer relationshipideally should be one 
of^ooperation and symbiosis, but this may not be realistic. Problems are • 

inherent .even in & positive environment, including who to listen to and 

\ , ' 

howto balance .views of various consumer groups. Also, costs, problem^, 

*» * • 

and delays in resolving Individual consumer complaints seriously limit 
effectiveness. • 

219 Randolph, A. H. The Rehabil 1 tation 1 Act of 1973: Implementation and 
implications. Rehabilitation Counseling Bulletin , 1975, 18(4), 
200-204. / 

Briefly 'discussed are some of the major changes and mandates result- 
' ing from the^Rehabil itation Act of 1973* (P.L. 93-112) aLnd the 1974 amend- 
ments to the Act (P.L. 93-516). * The two themes underlying most o'f these 
mandated changes are (1) increasing client fnvolvement in the rehabilita- 
tion process; and (2) expanding services to the'severely disabled. Man- 
dated changes include: *(1) an order of selection and priority must be 
established, so that each state ensures that the most severely handicapped 
are served first; (2) that agencies devi$e a system to review each ineli- 
* §ible client annually; (3) that there be joint consultation and develop- 
ment bej^een the counsel or-cl.ient throughout the formulation of the indivi- 
dualized writtert rehabilitation program; and (4) that, in some situations^ 
post- employment Services can b$ provided after clients have been success- 
fully rehabilitated/' Some possible implications of this legislation are 
discussed as they relate to agencies 'and caseload si^e, counselor time 

per client, service provision for the severely disabled, counselor reward 

' V 
systems, apd admini strati ve procedures. Som6 cbmponerits^of the counselor- 

• * 

client relation-ship which will be altered as a result of the Act are also 
presented. Author indicates that the counselor's responsibilities which 



• K . 

have been emphasized on strengthened can be grouped into three major com- 
ponents of the relationship: knowledge sharing, involvement, and vferifi- 
_ catf&a. The knowledge sharing pertains to information which the counselo 
must share with the elient about the rehabilitation agency* The involve- 
ment component is defined as the emphasis on the full and active partici- 
pation the client in planning and decision making. Finally/it is in- 
dicated how the clj/ent must receive at least two communications from the 
counselor or rehabilitation agency which r^epresefit verification for the 
counselor, ' - 

220 .Rehabilitation Research and Trailing Center. Understanding the 

guidelines for the Rehabilitation Act of 19/3 on individualized 
written rehabilitation program" Institute, West Virginia: Wesl • 
^} Virginia Rehabilitation Center, 1974. 

Manual designed to assist rehabilitation counselors, educator§ and 

trainers to understand the individualized written rehabilitation program 

(IWRP) and some of the issues and case Management procedures necessary 

for its development. Materials address both the interpretation of this 

* • 

aspecVof the Rehabil itation Act of 1973 and guidelines to aid 1n the 

• f ' 
implementation of IWRPs. Specifically, the manual cdnsist^of seven sec- 

tions: (1) Introduction; (2) The IWRP and the Counselor-Client Relation- 
ship; (3) Goals and Objectives for the IWRP;- (4>/Evaluattng Progress with 
the Aid of thS^RP; (5) Amending the IWRP; f6) the Place of th$ IWRP in 
the Case Record; and (7). The IWRP and the Rehabilitation Proces^, AddK 
tion^l optional material to be used with this instructional manuaj is a . 
tape- slide overview. * » k • • 
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Rehabilitation Research and Training Center in Mental Retardation. 
^Consumerism. In Report of progress, October 1, 1978 to October 1 , 
/ 1979 (reporting period) ., Eugene, Oregon: University of Oregon, 
I pp. 261-346. X" 7 " 

Consumerism, by d^fcinition, Galls for active participation from hand- 
icapped persons, 'important behaviors for- meaningful and effective involver 
ment range fromm knowledge based assert'i veness in Effecting change at the 
systems level >to the ability to ^engage in meaningful decision making re- 
'garding the development and implementation \>f consumer participation. When 
considering the mentally retarded consumer, the question becomes: "What 
implications does the consumer movement have for the mentally handicapped 
sihce their disability, by definition, is characterized by deficits in the 
behavioral areas which are deemed important for effective involvement?" 
The general objective of this consumerism core area of researches to ex- 
p^ore the role of the mentally retarded person in the contemporary consumer 
movement of handicapped people at two levels^: 0) within the rehabilita- 
tion system; and (2)- within consumer controlled advocacy/consumer movements* 
4 % , 

The core area was initiated one year ago* and. is currently completing a 
"state-of-the-art" study. Vhis^tudyinvestigates the role off mentally 
retarded consumers in o the rehabilitation system. Objectives of the stydy 
are varied in focus and intent and include: (1) an analysis of congressional 

V 

records related to rehabilitation, federal legislation since 1973, and ■ 
administrative guidelines pertaiVjjjg to that)legislation; (2) a.comprehea- 

o 

4 

sive literature review; (3) a content analysis on Client Assistance Pro-. 
( jects (CAPs) to ascertain the extent to which they serve mentally retarded 
consumers; and (4) a survey Of and personal interviews with service pro- « 
viders and mentally retarded consumers to determine the extjent to which 
mentally retarded clients practice ^consumerism within the rehabilitation 

■ ' < • 137' ' * *' 
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system. Even though cansumerism is developing ai a new core area of re- 
search, it tias been a subject of increasing importance for severa.1 years 

» v r ■ ' 

at the Oregon R-T .Center. This is evl^lencecl by several training modules 

* ^ , 

and monographs distributed by the Center, and five research projects which 
Include, as a major source of data, input from mentally retarded people or 
their representatives. 

222- Rein, M. Social work in search of«a radical profession. Social Work , 
1970, 15(2), 13-28. . . 



V 



Author discusses* the movement to radicalize the social work profession 
which has r taken the form of redefining the role of the professional public 
t policy and professional activity. Latter has resulted in an examination of 
professional accountability to the co'n^umey, and a new emphasis to change 

welfare systems rather than individuals 1 Jives. Various obstacles 

j 

reformulating a professional creed are discussed. These are imprecise and 
frequently conflicting professional values, difficulty in defining the pro- 
fession, inability to separate procedural and substantive functions, an^ ^ 
disparity between what professionals say and do. S^nce' there are many 
different belief systems operating within the profession, the^riticl com- 
ponenjs of these .systems are examined in relation to behavioral goals and 
change processes. Intervention strategies for social chatige can be defined 
as either individually oriented or environmentally oriented. By'dichoto- 
mizfng these tw^dimensions of intervention ^ith standards of behavior, 
four professional creeds'may be identified: (1) traditional 'casework which 
focuses upon helping thg deviant to conform to social standards and thus 
achieve sel f- actual izatipn; (2) radical casework which focuses upon the 
individual but resists established norms; (3) community soc'iotherapy 
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which holds that organizing groups for self-help or more radical changes 
results in Changing individuals; and (4) radical social policy which com- 
bines social action and a challenge to established standards. Each creed 
is cr^ically examined, and it is concluded that the radical .casework 
approach may be the most viable alternative in efforts 1 to solve urban 
problems. ' • • r 

223 Remmes, H. Consumer feedback: Tiny Tim is dead! Rehabilitation 

Literature , 1974, 34(10), 298-300. | . - ' 

Physically handicapped professional (former consumer of rehabilita- 

d tion services) emphasizes* the importance of active consumer involvement in 

agencies serving the handicapped. Explains how the Massachusetts Council 

of Organizations for the Handicapped, a group of advocates and consumers, 

has established excellent rapport with the Easter Seal Spciety for Crippled 

Children and Adults of Massachusetts in making policy decision? and in]ti-\ 

ating programs. The council is described as a "catalyst to fonn a national 

coalffion" of handicapped people representing various constituencies. 

Taking an advocacy arid monitoring role, the council has-managed to establish 



a'cooperative relationship with* the Easte^ Seal Society and is* seen as in- 
dicative of the consumer/service agehcy relationship that is becoming man- 
datoryl as consumers'* continue to-demand and obtain their rights^ Suggests 



\ 

i- that without this type of consumer leadership, handicapped consumers will 
resort to militancy to gain progress in their movemefit. Basic message re- 
iterates the importance of consumers and T> pr4fessional s working together 
cooperative! * 
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224 Remmes, H. S. Consumer involvement in rehabilitation. Rehabilitation 

. Record , 1972, 13(4); 33-35.*; - ; . 

* " Paper* based on a presentation madeiit^a Rehabilitation Research, and 
. Training Center conference held in Philadelphia in 1972* Remmesis Pres- 
ident of the Massachusetts Gbuncil of Organizations for the Handiiapped 
(MCOH), & "b&dy politic" of more than a million persons in the Commonwealth 
of. Massachusetts. Attributes the success of this organization to respon- 
sible leadership from each member group and the positive approach they 
< have taken, including serving as an adjunct to existing structures by 
\ serving on tneir boards, serving as consultants, conducting surveys, and 
promoting legislation. Two major*factors emerging on the. consumer scene 
are: (1) consumers are becomings force;«and (2) the leadership which is 
developing must be channeled into a positive rather than a negative force. 
Author proposes , that consumer input is "a tool which is as important as 
\- the scalpel, necessary as the ,bl ueprint, and ;a far more efficient machine 
than the EKG." Suggests that handicapped consumers are every bit as pro- 
fesslonal asjmy person, in the f4eld. "We, too, have our PH.oj's; we, 
too, fcdve-our businessmen, our doctors, our programmers, our technicians. 
But, more important, we have the expertise of having lived Wiethe prob- > 
lem .of a handicap." * 

225 Reynolds, J. Various developments "in child advocacy as currently practiced 

throughout the United States. Journal of Clinical Chil d Psychology, 
1974, 3(1 ), 13-15." , h / 



) 



.In 1970, the Joint Commission oji Men£apl Health of Children recom- 
mended the establishment of a national" chil d advocacy network. Since that 
time, child advocacy has developedi-in a number of ways. For instance, 
clarification of practice has occurred, and it is now generally agreed that 
cmd advocacy is "action taken on behalf of Children to modify and improve 
/ . ^ ^ ' * ' V 

% w ^">" / ' r\ n /^ / 4 ~ 
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pConditions which impeae^Kvfflay .impede their growth arid development." 
Other developments in child advocacy Include the' following: Advocates are 
presently focusing upon .the nee^ for community and institutional . respon- 
siveness rather than upon child'/and family responsibility; citizen involve- 
ment in advocacy activities is becoming widespread; emphasis is more and 
more being placed upon the legal rights of children; and advocacy js in- 
creasingly .being* combined with both the provision of direct stffvices and 
the coordination and planning of services.. Finally, it is noted that a 
need exists for interdisciplinary examination of advocacy practice and philo- 
sophy • * 

226 Rice, B 1 . D. , Consumer involvement/policy development consultation: A 
resource manual for staff development personnel and rehabilitation 
trainers . Hotsprings, Arkansas :( University of Arkansas, Rehabilita- 
tion Research and Training' Center, Hotsprings. Rehabilitation Center, 
,979, .... . ■ • 

A manual designed to serve as a basic resource guide for staff devel- 
opment, rehabilitation trainers, university-based rehabilitation training 
programs, and others who conduct (or wijll conduct) training in the areas 
of consumer involvement and/or pol icy. development consultation (CI/PDC). 
A definition of terms, e.g., consumer/ consumer 'group, consumer involvement, 
«• encountered frequently in these areas $re given in the first section. The 
second section is devoted to legislation and regulations related to CI/PDC. 
Particular attention is paid to the regulations and provisions of the In- 
dividual ized Written Rehabilitation Plan j[IWRP) and the involvement of 
consumers as groups, e.g., consumer input into policy and decisidn making 
of rehabilitation agencies. Section* three of the manual focuses upon 
actions required of state agencies to meet congressional mandates, e.g., 

soliciting input from consumers, publicizing Written state plans, pro- 

i ■ • 4 

viding training needed by selected consumer representatives. Section four 
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outl ines .several CI/PDC modes agencies may choose to follow, e.g. J a con- 

...sumer advisory committee, forums and open meetings, based on the assump- 
tion that different agencies have different needs. The fifth section 
^spells out consumer rights and responsibilities in the CI/PDC process. 
Consumer organizations as, well as individuals are- addressed. The sixth 
section provides an outline highlighting the advantages of CI/PDC. Fin- 
ally, section^seven considers staff training. Training topics, training 
participants, and training resourcfes'are liste^.. Each of the seven sec- . 
tions is presented in an outline form which provides a base upon which" 7 " 
trainers can build more effective training programs on CI/PDC. 

227 Richan, W. C. Dilemmas of the social work advocate. Child Welfare, 1973. 
52(4), 220-226. ■ , : 

\ 

, — A-ntmber of obstacles hinder the' practice of -advocacy by social" workers. 
.These include lack of technical expertise, pressure from the employing 
agency and the community," and moral dilemmas/" One such dilemma .involves 
competing loyalties. This generally takes the form of "choosing between, 
one's agency and client, but it'also may be 'concerned with judging a client's 
claims in relation -to those of others. The dilemma^ paternal ism centers- 
upon the social worker's abil'ity and willingness to help -versus fostering 

s 

client independence and responsibility. - In this regard, it is suggested*^ 

r * * 

- that the client must be accorded the right to help.himsel f, but the worker 

7 • • 'si- 

must demonstrate his willingness to stand by tfie^cl ient when he is needed. 

Finally, the dilemma of reform versus redress Is discussed. Aside from the 
underlying argument between fundamentalists and .incremental^ sts, it is con- 
cluded that case advocacy, as well as class advocacy, can lead .to institutional 
change. - , *• 
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228 Richardson, S..A. .People with cerebral palsy talk- for themselves. 

^Developmental Medftine and Child Neurology , 1972, 14, 524-535. 

A panel discussion between three people with cerebral palsy and the 
mother of a cerebral palsied 17-year-old girl was held at the American 
Academy of Cerebral Palsy meeting in 1*971. The three^cerebral palsy per- 
sons were a student, a psychologist, and a lawyer. Their discussion was" 
^transcribed from the tape-recorded session, and 'grouped in the paper under 
the following Readings: stereotyped reactions, educatioa, parents,'' the, K ' ,» 
problem of being helped, sex education, experiences essential for growing 
\ up, withdrawal from other people with handicaps, handicaps and institu- ' 
»tions, health services, physiotherapy, and general health pVoblems. 

229 Riddle, Jyl., & King, L. Advocacy in an institution. In J. L." Paul, 

6. Neufeld, & J. W. Pelosi (Eds.), Chijd advocacy within the 
system . Syracuse: Syracuse University Press, 197/, pp. 91-102. 

-Describes an advocacy program, the purpose 'of which is to represent. 

institution residents' needs to the facility's staff and to act as a-ctange 

age.nt. Historically, society has sequestered deviant individuals, and the 

need for institutional reform is great.' Although not included in past- reform 

movements, 1t fs suggested that advocacy, performed by .persons not involved 

1n direct. service, can be used to bring about lasting change. An effectlye 

advocate must maintain close personal relationships with those he serves in 

order to know and act on their needs. Among the procedures he can use are 

Negotiation, repre sent ation of rights of residents in staffings, and confron- 

tatlon. Over a- period of time, an advocacy program within an institution 

can accomplish much. For example, institution staff may accept advocacy as 

^ a legitimate endeavor, use its resources, and practice advocacy themselves"; 

residents may be given hope, motivation, and ability to advocate for them- * 

selves; and parent participation may b\ fostered. 



• ' • . 230-231 

% 

230 Riessman, -The "helper" therapy principle. Social Work , 1965, 10(2.),,* 
27-3£. , *~~> ' ~ 

Discussed the benefits of findi\g ways of traRsforming recipients of 
*help into dispensers of help. This helper principle involves recruiting 
former delinquents, addicts, AFDC mothers, etc. to be non- professional 
1, peer helpers." Helpers benefit from their role in that they become more 
Efficient, better motivated, and perfect their helping skill. Author 
suggests that the helper^principl^ may circumvent ^ole distance diffi- 
culties that arise between middle- cl ass- oriented therapy and low income 
4 

clients 1 expectation and style. Notes that improved sel-f image in helper 
,is likely to emerge since s/he is* doing something worthwhile and hejping 
someone in need. * _ \ 

231 Rigdon,'L/T. Civil rights. In The White House Conference on Handicapped 
. • ^Individuals.. Volume one*,, Awarenes'k papers . . Washington, D.C.: U.S. 
Department of Health, Education and Welfare, 1977, pp\ 393-424. 



Overviews civil lights issues ^relating to handicapped persons and the 



history of civil rights violations which they have experienced.. The fol- . 

\ * \ ' * 

. lowing arecrs. are covered: (1). federal, state, . and local civil\rights . 

\ • , % ~ \ 

statutes; (2) right to equal eatrtation opportunity; (3) right tt^ equal 

^empjloyment opportunities and just payment for labor:; (4). freedom to move 
about-- architectural and transportation barriers; (5) right to treatment - 
iiji a minimally restrictive environment, which includes the right -toV re fuse 
treatment and to be freet from experimentation, the right tp ltve in the 
community, and ttie right to privacy and confidentiality; (6) right towote; 
(7) right to marry, procreate, and raise children; (8) right to nondiscrim- 
inatory financial transactions; 'and -(9} equal protection of the law. ApV . 
pended, are definitions of handicap; the United Nations Declaration on the\ 
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Vights of di'sabled persons; federal compliance mechanisms; the 1976 Exec- 
utive Order relating to nondiscrimination with respect to the handicapped 
in federally' assisted programs; statements by consumer advocacy groups; 

' chart of selected state statutes on employment rights; the court decision 

> 

on the first 504 case and other v case- related materials; anci other commen- 
taries on legal advof acy' and fedej^^/fegfelation. 

' * * ~ * i f * 

232 Riley, P. V. Family advocacy: Case to cause arfd back to case. Qhild 
Welfare, 1971, 50(7), 374-383. 

f ' 

Family advocacy combines knowledge of family needs with action to 
effect institutional change so as to assure that systems impacting upon C 
families work for rather than against them. The -family advoc.acy program 

A 

\ 

of the Family* Service Association of America is rooted in casework, and 
emphasis Is placed upon a "case to cause and back to case" process. That 
Ms, a worker is confronted with a client whose problem is related to a 
condition in the .community} intervention is directed toward this systemic 
cohdition; and once it is reiflfecfiated and no longer hinders solutiori-to the 
client's problem, the worker returns to the individual case and resolves 
the particular need. Extensive' examples of this orientation are presented 
which illustrate several principles of advocacy^ (1) use positive approaches 
and give credit generously; (2') help and support the system in achieving 
its own goals; and (3) be guided by perceptions of the consumer group. 
Many forms of advocacy may be adopted including the establishment of pro- V. 
gram services. Risk attends advocacy, but by assuming this role and building 
'credibility, many benefits can be derived. Often, advocacy must begin 
w4£hin the advocate's own agency which must firmly commit itself to being 
responsive to its clients' needs. . 6 / 
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233 Roach, L. T. Developmental disabil ity advocacy projects. In 6. J. Bensberg 

& C. Rude (Eds.), Advocacy systems for the developmental 1y diSatJed . 
Lubbock, Texas: , Texas Tech University, Research and Training Center 
in Mental Retardation, 1976,, pp. 70-87. 

Overviews advocacy projects which were jointly supported by the 
Developmental Disabilities Office, Bureau of Education for the Handicapped, 

i 

and National Institute of Mental Health; These programs operated un<ter 
, this^definition of advocacy: "a system which intends to initially assess 
tlfe needs of a particular target group; identify and assess the resources 
available to meet those needs; identify gaps between needs and resources; 
•and determine essential strategies which will facilitate the satisfaction 
. of those needs." Jhe overall goal of the projects was to demonstrate 
advocacy programs which serve to improve the delivery of services to the e 
disabled.^ More specific objectives and project phases are delineated, and. 
the various advocacy activities of the,sponsored programs are overviewed. ' 
The model types demonstrated included national, statq, and community 
approaches, and preliminary conclusions based upon their operation are 
listed. Finally, it is recommended that such programs be monitored by 
citizens who are not involved in thtfn. x / ' " 

234 Rogers, D. Ohio legal rights service. In 6. J. Bensberg & C. Rude (Eds.), 

Advocacy systems for the developmental 1y disabled . Lubbock, Texas: 
Texas Tech University, Research and Training Center in Mental Re- 
tardation, 19>6; pp. 162-166. 

Demonstrates the purpose and functioning°of the Ohio Legal Rights 
Service which was established by state legislatlbn. This system of legal 
advocacy for the mentally retarded was mandated responsibility for pro- 
tecting the rights of current, past, and potential Residents of institu- 
tions.. It 1s asserted that legal a^ocacy entails more than litigation and 
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that it can actually prevent litigation. Many endeavors of this program 
are related to individual client representation, but they also include 
systen*- level intervention. This approach makes use of such tactics as 
negotiation, investigation, and legislative advocacy. Litfgation is also 
utilized as necessary. The primary problem of the Service is its budget 
which does not' allow for enough staff to adequately serve institutionalized 
individuals. It is recommended that three factors be taken into ^consider- 
ation in developing a legal advocacy system: (1) it must be an ^dependent 
unit specifically charged to representee developmental ly disabled; (2) it 
must be able^to sue the state; and (3) it must be independent of service 
providers. 

235 Roos, P. Rights litigation: A view from the private sector. In 

The rights of the/ mentally handicapped . A conference h61d in San - • 
Francisco, Call^irnia, June 14-16, 1972, sponsored by U.S. Depart- 
ment of Health, Education and Welfare Regions IX and X, pp. 33-36. 

'Overviews the factors which led to the development of associations 

for handicapped children and the ways in which NARC differs from volun- 

tary national health agencies. Many problems still exist which maintain 

_ the need for NARC, includHng professional mishandling and ignorance, poor 

residential facilities, exclusion of^retarded children from school, and 

stigmatization. In spite of these problems, progress, has been made in 

* establishing understanding between parents (consumers) and professionals. 

Author notes that frequently the two groups are striving toward 1 the same 

goals and work cooperatively to achieve them. Ln spite of this .progress* 

there are several reasons wh# 1 itigation may become a focal point of activ- 

ity, i.e., consumers have gained strength, are becdming knowledgeable and 

developing expertise, .are losing their timidity* ^amU^re becoming impa- 

tient. They are no longer begging, but demanding human rights. 
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: 236 Russock, V., Pattison, E_. , & Miller, J. Consumer involvement in 

communication activities. In G. Richman & P. Trohanis (Eds.), 
Perspectives on public gwareness . Chapel Hill, North Carolina: 
Developmental Disabilities Technical Assistance System, 1976, 
pp. 53-60. 

Report on the work of Eleanor Roosevelt Developmental Services (ERDS) 
which Was established to develop comprehensive community-based services for 
DD children and adults. A major component of the program is to establish 
consumer involvement in the service delivery system to facilitate a "two-way" 
communication system between consumer! and the community. After" a brtef 
historical overview of the mistreatment and abuse experienced by DD citi- * 
zens, the report emphasizes the importance of consumer and community com- 
munication to as^fare the integration of service programs. Provides an 
overview of how each geographic team of ERDS operates as a consumer board 
who meet monthly with staff to act upon program planning, implementation 
and evaluation/ Board also serves in an adyisory capacity to determine 1 
servi^ priorities and assist in public awareness and communication activ- 

ities, serve as advocates, assist in planning in-service training f6r 

v - 
staff, and selection of key personnel., finally, consumers- art part of the * 

paid staff of ERDS.. • 

237 Schaaf, V., et al . People First:^ A self-help organization of the re/< 
tarded. In J. Wortis 4Ed. ) /Mental retardation and developmental 



disabilities IX. tfew York: Brunner/Mazel , 19/7, pp. 249 
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Brfef overview of the beginning of People First of Oregon. Describes 
how developmental ly disabled people planned their first convention. 

• • \ ■ . ' 
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238 Schwartz, -R. .Advocacy for epilepsy' A systems approach.' National Spokes- 
/ man, 1976/9, 6. -\ 

• Declares that persons at the local level can be active and effective 

) advocates, arid offers suggestions regarding relevant considerations and 

procedures. It is stressed that an advocate must be very knowledgeable 

* about his subject fnd research it thoroughly. In additiqn/"he must be 
familiar with' both , the system within which he operates and the system in 
which he intervenes, including its resistance to chang'e. Also important 

* in this regard is developing rapport and identifying common interests with- 
personnel of the f adversary system. An example of an advocacy activity is 
presented which incorporates al i these factors and furthermore illustrates 
procedures which may be utilized. The type of advocacy discussW is based- 
upon a systems approach which strives for cooperation and understanding; ^\ 
it' thereby avoids dealing in personalities and egos. Final ly, - it, is- pointed 



out that advocates should be selective 1r\the cases they accept. By so doing-, 
' ' they can establish a record of credibility both with their clients and 
target agencies ( ^_^- 

239 Segal, B. The pol itidal ization of deviance. Social Work , ^572, ]7;(4f, ^ 
40-46. v . 

. Asserts that the meaning of deviance ...U- becoming politjCjal1zjed_and 

discusses the implications of this' change. When deviants are viewed a* 
' * a social problem, decision making in their 'regard takes place in adminis- 

trative forums, and the^focus 1s upon helping people adapt to their en- 
virolWjnt. The purpose of this social regulatory approach 1s to maintain 
social order, and treatment and rehabilitation services are utilized to 
change the individual. On the other hand, whefl deviancy 1s seen as a 

er|c . • . • { ■ 20D ■ ■ 



political problem, it is debated in the political arena, and attention 
is directed toward the political, economic,- and 'social factors which 
affect it. .Suggestion is made that deviant populations, such as the men- 
tally retarded, are becoming political ized and emerging ,as a'social force. 
Professionals can play an important part in facilitating thi^pol itical i- 
zation process. For example, the definition of deviance is itieTf a poli- 
tical decision, and 'expert^ have ample chances to influence such .decisions. 
The professional can act as an advocate foT the consumer, and help provide 
* him or her a power base which may facilitate consumer participation in 
many meaningful ways. So far, deviants, are not organized and have*no*power 
to change institutions and communities, but pol itical ization and partic.i- 
pation will change this situation. 

240 Shaw, I. Consumer opinion and social policy. A Research review. Journal 
of Social Policy. 1976, 5(1 h 19-32. , 

A^eview assessing ^sopial work research which focuses on the opinion 

of the consumer of social services. Author's basic assertions are: (1) 

, . it fs difficult to kiiow when the consumer has been understood properly 

by researchers; and (2) that even when consumer views are known, it is > 

difficult to utilize the views in forming, pol icy.* Notes that this body 

. * of research typically fails to .offer prescriptions~for actionTiethodP 7 

i 

ology is_ descriptive and relies heavily-on .intensive interviewing as a 
technique of generating 'data. 
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241 Shore, M. F. Either child advocacy?. American Journal' of Orthopsychiatry , 
, . 1971, 4H5), 798. # " 

' The federal government's involvement in child advocacy is noted, 
) including the Joint Commission on Mental Health'of Children's recommenda- 
tion to mobilize the nation to promote child development and the joint 
funding by the National Institute of Mental Health and the Office of 
Education of six demonstration child advocacy projects. One means of 
implementing a commitment to child advocacy is examined in terms of or- 
ganization agd federal responsibility. This plan involves establishing 
state ancl local advocacy positions and, in turn, organizing these into a 
, federalized advocacy network. "*Ss a means of making the entire system 
accountable to the people and of demonstrating a national commitment .to 
children, it is suggested that the President, periodical ly„ report to Congress 

. . . > i 

on the state of children and needed action in this regard. This may be 

L • 

9 ' 

one way in whic.h the -child advocacy movement cah be permanently integrated 
' ; into society. 



242 Sigelman, C. K. (Ed.). Protective services and 'citizen. advocacy . Lubbock, 

- Texas: Texas* Tech University, Research ^nd Training Center in Mental 

* Retardation, 1974. < 

i 

A°ser1es .of papers is presented regarding advocating for ancl protecting 
the righ^s-jpf developmental ly disabled people. Chapters include the fol- , 
lowing: (1) Protective Services aTid C4tizen Advocacy: An Introduction-- 
raises some issues related to support systems such as potential conflicts 

V 



of Interest and ov^rprotection; (2) Protective Services for the Developmental' 
Disabled—discusses public protective service and citizen advocacy programs 
as alternative approaches to protecting the interests of the^disabl-ed; (3) 
Citizen Advocacy-Present Status and Implementation in Nebraska— describes 
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a mode] of citizen advocacy and its operation'; (4) A Demonstration of Three 
l^pdels of Advocacy Programs for Developmental!^ Disabled Children—presents 
" an overview of the United Cerebral Palsy Associations, Inc. advocacy demon- 
stration project; -(5) Putti.ng It Together in Ohio: parameters, Definitions., 
cind Alternatives for Protective Services-- discusses the development and 
operatioh of the Ohio Protective Service Of/ice; (6) Protective Service 'V* 
and Public Guardianship*in Ohio— delineates in detail the functioning of the 
Ohio systeiti and makes some-preliminary observations regarding its experiences 
and (7) Protecting the Civil and Human Rights of the^Developmentally Disabled 
critiques the concept of protective services and the Ohio Protective Service 

Law. Finally, an appendix preserits^a copy of the Ohio Protective Service 

\ 

; Law. . 

243 -Sigelman, C. K. Protective services and citizen advocacy: An introduction. 
In C. K. Sigelman (Ed.), Protective services and citizen advocacy . 
Lubbock, Texas: Texas Tech University, Research and Training Center 
in Mental Retardation, 1974, pp. 1-5. 

• Citizen adwcacy and protective services are discussed within the 

context of deinstitutionalization, and it* is Suggested that developmental ly 

.disabled people in the community need help in addition to that available 

from ser^ce providers. In response to the needs of these individuals, 

four primary types of support have evolved: (1) follow- along; (2) advocacy; 

(3) protection; and (4) shelter. Issue's which myst be considered in regard 

to helping others include potential conflicts of interest. between helper 

:l1etft a 



and client and the tendency toward oyerprcftection. Present-day conceptions 
of advocacy and protective services If or o the disabled seemjtQ stress limited 
authority and 'individual ized service plans, |>ut the>probtems are far from 



244 



being, finally resolved. Consequently > it is recommended that njetHods of 
evaluating these services be developed which take i/ito account quality of 
life factor? and which can be* used to determine the best ways in which the 
Deeds of the" ;developmentally disabled can bemet. 

244 Sigelman, C. K. A stutly of consumer needs, circumstances/ and attitudes 
(Annual Report #7, R-34). Lubbock, Texas: Texas Tech University, 
Research and Training Center in Mental Retardation, 1978. 

Main research objective is to determine whether a national consumer 

sampling approach is a feasible way of quickly determining* the needs apd 

attitudes of the retarded in such a way that national policy could be*fofm- 

ulated based on the information received. Also concerned with determining 

tljfc extent /to which retard^ persons are: (1) aware- and utilize available 

community resources; (2) have the opportunity for decision-making regarding 

- their life circumstances; and (3) tfie nature and quality of thosje life cir- 

* 

cumstances., To date, preliminary interviewing with institutionalized re- 
tarded chidlren and adults has been completed and provided the tfase from 
which to develop questionnaires to be used in assessing the feasmjTity of 
interviewing retarded person^ across the IQ range* 'Literature reviews o are 
- --nearly completed of communication Skills of the Retarded, respon-se sets in 
^nterview researcfk/and'prevalenc'e estimation. Preliminary analyses of 
data indicated strong relationship between ICHmdh ability to respond ap-^ 
■> projpriately \6 questions. Currently, interviewing of retarded Children in 
\ the community and their parents is underway; 
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245 'Sink, J. Trends in rehabilitation. Journal of Rehab ititatfon, 1977 
43(1 ), 36-40. * ~" ' 

■ • Briefly outlines, the development of the' rehabil itation program. Re- 
ports on' the results of interviews, wjith rehabilitation leaders in regard 
to the nature and direction of certain ^emerging trends.* The following 
major trends in rehabilitation were identified" and discussed: (1) most 

V " • • 

growth will occur; in relation to vocational 'services^for the severely 



\ 



handicapped; (2) emphasis will'be on vocational rather' than physical res- 
toration services; (3) vocational services wj 1*1 have a more direct^ rela- 
tionship to industry; (4) physicians and rehabiHtationists will work 
together more closely; (5) there will be a reduction in the- need for the 
* traditional rehabil itation counsel or- coosdina tor; (6) rehabilitation fa- 
cilities will become community service centers,; (7) resident &1 centers 
will be utilized k by those who atVnot yet ready for'vocatipnal services; 
(8) there will be increased interagency cooperation; and (9) consumer* 
input will continue to have, extensive influence. Various pjgpcedures for • 
implementation will include expansion of roles and'numbers of rehabili- 
taUon' workers; staff training; modification 'of. existing programs; devel- 
opment of new programsT3nd shifting of funding' patterns. It is concluded 
that the major goal wijl remain vocational and social independence for. all 
who have the desire and potential. " • , 



246 \Skarnulis, E. Noncitfzen: Plight of the mentally retarded. Social 
t- Work; 1974, 19(1), 56-62. ' ■ ... ' — 

— ' — — - n \ 

Aimed at social workers, 'a-discussion on' the.historical and current 

' 

* practices whereby mentally retarded citizens have beejrr denied their humin 
t * . «,> ' • 

and civil rights. Focuses on the rights of parents and professionals as 
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perpetuants of the" oppressive plight of the retarded, as well as stereo- 

• 4 

typical notions' held by the public. Sites'individuarl cases to demonstrate 
the emotional neglect and abridged rights experienced by retarded persons 
and their fate for an institutionalized existance. Calls for social work- 

0 

ers to discontinue the referral of retarded persons to dehumanizing pro- 
^ grams, and become involved in court action on the grounds of emotional 
> ' ' neglect as well as physical 'neglect they see their retarded clients A exper- 
iencing. 

247 Sloane, D. Consumer perspectives of advocacy: A panel discussion. In 

6. J. Bensberg & C. Rude (Eds. ), ' Advocacy systems for the develop- • 
^ mentally disabled . Lubbock, Texas! Texas- Tech University, Research 
and Training Center in Mental Retardation, 1£76, pp, 133-14-6. 

v Presents the views of four disabled consumers as they* relate to the 

establishment^ protection and advocacy systems for th£ developmental ly * 

disabled., The ^discussion is premised upon the b^Vief that service clients 

^'have a right to speak on their ownJ>ghal f and that an advocacy system must 

help and ,allow them ^to act as their own advocates. The ideas explored 

include the fallowing: (1) retarded persons can speak fojr themselves; 

(2) retarded persons hjave needs for legal advice", help in practical skills 

and friendship; (3) there is a great need for education about and accep- 

tance of the autistic; (4) programs, including respite care, are needed 

:* v • 

for autistic individuals; (5) persons with epilepsy must Team to advocate 

\, * 

for themselves; (6) advocate!' must maintain their credibility; (7) there 

. • " /. . ' . \ < . , 

is a vast difference between enacting legislation and implementing it; 

(8) alternative methods of eliminating architectural barriers should be 

explored; (9) problem solving should start in one's hom§ community; v and 

(10) effective advocacy requires marketing*skill s. p 
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248 Smiley, C. W., & Braik, M. C/ Citizen advocacy in a mental retardation 

unit. Canada's Mental Health , 1972, 20(2), 18-22. • • 

Describes the first citizen advocacy program in Canada tha^t was 
initiated by an institution staff. It began within intensive publicity- 
campaign which included use "of the news media and presentations to com- 
munity groups by hospital staff and residents. It is explained th#t a , 
citizen advocate is a volunteer who assists % retarded individual in sol- 
ving hisjyactical , legal,' ar^l social problems. Jj/ie program was based 
upon Wolf Wolfensberger's citizen advocacy model, and four categories of 
advocates were designated: (l).tfie individual friend; (2) the. group 
friend; (3) the family friend; and [A) the nuclear family friend. An 
example is presented illustrating one such relationship. Observations 
derived from a few month^ ;*>p$ration of this project suggest^ the following 
conclusions: citizen advocacy is most effective with educable retarded 
personsr-who have absent or inadequate family ties and who are prepared 
fpr deinstitutionalization, and advocates must be> stable members of Jthe 
community. ^ Fi n ally , it is noted that many persons were interested in 
becoming advocates -and that advocacy was effective in reducing return to 
* the institution after release" and in rehabilitating the retarded for a 

4 

normal existence. — . 

249 Stapleton, M. ^he National Center for Law and the Handicapped, Inc. & 
\S? . Rehabilitation Counseling Bulletin , 1976, J9(4) , 620-62V. 
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Brief summary (of the functions met by staff at the National Center 

if 

•for. Law and -the Handicapped, Inc., in South' Bend, Indiana. A multidisci- 
plinary team of social scientists and lawyers provide legal assistance, 
research, and public education. The center assists handicapped people to 
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maintain their rights .under federal and state constitutions and laws. It 

\ 

also provides advice, assistance, or referral to Individual requests and 

I • ' * * 

qffers publ Uatlons, pleadings, and' the use of *its resource library to the 



publ 1c. 
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£50 Stapleton, M. lights to equality for disabled persons under federal 
.and state law. Rehabilitation Counseling Bulletin, 1976, 19(4)/ 
* ), 597-606. ; — : — .* 

Despite the fact that handicapped persons have the same rights as 

y "all other persons under the constitution and lavs of the U.S., 1n actu- 

allty they continue to face discrimination, provides a comprehensive 

* 

overview on the" current federal legislation guaranteeing the educational, 
^ employment/ transportation* accessibility rights of handicapped persons. 
Summarizes the^publ\C laws reflecting each area and cite.s Important cases, 
^ . e.g., Jane Snrbwden et, al * v. Birminjghamh Jefferson County Transportation 

Authority *and William T. Coleman, Jr. , to. illustrate the legal struggle 
Involved in Implementing laws providing the foundation for equal opportun-- 
1ty for handicapped persons. Also summarizes intent of Section 504 o€-the 
— }£73-Rehab1l itatlon Act, a broad governmental policy that programs re- 1 
celving federal financial assistance shall be operated without discrim- 
ination on the basis of handicap. Concludes that unless handicapped 
^ - persons and consumers- demand the enforcement of these Taws th^ir. existence 
is pointless. 

^251 .Stedman, D. Advocacy. In J. Paul, P. Trohanls, & J. Adams (Eds.), Training 
for DP council orientation . Chapel Hill, North Carolina: Develop- 
mental Disabilities Technical Assistance System, 1976, pp. 19-28. ■ 



Overviews some of the problems facing advocates for the developmental ly 
disabled and characteristics needed by them. It 1s stressed that advocates 
must be skillful, and suggestions*are made far achieving effectiveness. 



J 



f - 252 



For Instance, an advocate must "have, boih. passion and competence. . He should 
d not 4 work alone in a vacuum, operate on an "all or .nothing" basis, over- 
intellectual'lze presentations, fight against'-his group's consensus, or" , 
"rely on insincere politically-opportunistic people. On ^je o^her^and, 
. advocates for tyfe developmental ly disabled should demonstrate 'persistence, ' 
firmness, and' enthusiasm as^well as be rewarding/to those who have helped. 
Furthermore, some principles which sho'uld be followed inplude the' following: 
. (1) move smopthly from one activity to another; (2) build political" goodwill, 
then use it; (3) act-with assurance and authority; (4) take advantage of 
.given opportunities; aijicHj5) know your business. Thus, advocates should 
wisely choose their behaviors and be enthusiastic as well as competent in 
order to advance their. mission. " 



252 Ste.1nbock, E.A., Beermanrv^ L. *£. , Bellamy^, G. T., DiRocco, R., Foss, G. 

& Friedland, M. Civil rights of the mentally retarded: An overview. 
• Law and Psychology Review , Spring 1975, .pp. 154-178. • 

Overviews legislati ve'and judicial involvement in the field of mental 
retardation. This involvement is based pn the legal cdncepts of power of 
the states, landmark decisions, and the Fourteenth Amendment. Four major < 
areas are examined. Fir'st, the area of fair classification "is discussed in 
terms of: (1) the effects of the "mentally retarded" label in regard , to 
education^, vo^jftlon, pe^onaVl^consi derations, and -marriage and family (2) 
. various state classification systems; (3) the legal utility of these systems;" 
. and (4) possible alternatives to them^'The second major area examined is right 
to education In/luding requirements" for certification as mentally retarded,, 
legal requirements regarding special education classes, and denial of edu- 
cation, third, right to treatment *1n -Institutional settings is discussed 

. • . 2.18 
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in terms of the constitutional right of committed. retarded persons to ef- 
fective treatment and/or habil itation, judicially discoverable and manage- 
able standards for determining the adequacy of an institution's services, 
and the capability of courts to order adequate treatment. The final area 
covered is familial and personal rights, including right to marriage^^term- 
ination of parenthood, and sterilization. 

, «. 
, **■ 

• •« 
253 -Stevens, C. M. Voice in medical-care markets: Consumer participation 
Social Science Information , 1974, ]3{3), 33-48. ' 

Discusses the concept of consumer participation as it may be used 
to map consumer preferences into market performance. The medical-care 
market is the focus for this analysis. States that neecTis determined 
by ^professional standards and that much uncertainty as to the 

quality of the product. The consumer generally delegates choice to the 
physician who in effect defines demand. Given the nature of the choice, 
compromise of consumer sovereignty may be the most self-serving alterna- 
tive for the consumer. However, consumers may not be satisfied with this 
situation, especially since medical services frequently include nonmedical 
features and there is a need for protection from profiteering. Suggests 
* facilitating the effective practice of consumerism by upgrading the con- 
sumer's proficiency in his sovereign marketeer role. An important aspect 
of this effort-is informed consent/full disclosure. Consumer may also 
want modification .of the market" structure where consumers are lay parti- 
cipants in the management of the delivery system. A consumer advisory 
committee could be the focus for development of grievance^ procedures 
which include collective bargaining and binding arbitration features. 

> 

Such means could help to map consumer preferences into the performance 
of medical-care markets. 
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254 Stockdale, L. A legal advocate's experience. * Amicus , 1976, 2J1), 27-32. 

Presents the viewpoint of a legal advocate regarding problems and 
their potential "solutions of low- income developmental ly disabled persons. 
The' author's perceptions are based upon experiences in working with Project 

Impact, a program sponsored by the National Association for Retarded Citizens 

_ » 
to ^promote outreach endeavors for poor handicapped people in the southwest 

United States. It is pointed out that low- income and ethnic minori 
disabled persons pose unique problems in assuring their rights. These in- 
elude: (1) lack of awareness of available services; (2) culturally-deter- 
mined attitudes opposed to seeking services for a handicapped member; and 
(3)^a plethora of problems which have priority over the needs of an excep- 
J^onal child. In addition, various areas of legal problems are identified. 
One of these is the undefined legal status of community care facil ities -in - 
relation to their clients. Another area of concern is the non-existence of \ 
a system of legal advocacy adapted to the needs of this population. The final 
problem mentioned is lack of understanding of the unique needs, of native 
• Americans living on reservations. Several suggestions are made related 
to needed improvements in helping low-income developmental ly disabled per- 
sons. Particular stress is placed upon the/ieed for organized parent educa- 
tion and the development of legal advocates who are competent to work in 
this field. * 

255 Su«ley, R. Familjr advocacy: From case to cause. Social Casework, 1970, ^ 

, 5H(6), 347-357. ; ' " 

Overviews aspects of a family advocacy program and the social worker'.s 
responsibility to take action on behalf of his clients.' "Focusing upon^ 
advocacy, the case interview must serve the purpose of obtaining accurate 
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information from the perspective of the person being served and reflect a 
commitment to him. In additionT social and legal factors must be taken 
into consideration. After the case is evaluated, an appropriate form of 
intervention must be selected. This may include one of the following: 

(I) studies and surveys; (2) expert testimony; (3) case conferences with 
other agencies; (4) interagency committees; (5) educational methods; (6) 
position- taking; (7) administrative redress; (8) demonstration projects; 

(9) direct contacts with officials and legislators; (10) coalition groups; < 

(II) client groups; (12)/peti tions; (13) persistent demands; or (14) de- 
monstrations and f^otests. The method of intervention will relate to one's 
objectively nature of the issue, and the adversary. The effectiveness of 



social work advocacy depends upon the commitment of the agency and a struc- 

v , ture which, supports the commitment. It is concluded that family advocacy 

„ j-/ 

_^an effect change both at the case and system levels and that it is needed . 

\, 

to improve the social environment of families. 

\ ^ • •.• 

256 Taebel, D. A. Strategies to make bureaucrats responsive. Social Work , 
1972, 17(6), 38-43. ' 

, Increased political activism of American citizens is noted along with 
the observation that the political system, and especially the bureaucracy, 
remains unresponsive. In analyzing the cause of this situation, it is sug- 
gested that "street- level" bureaucrats face the following stresses: (1) 
inadequate resources which results in unequal client treatment; (2) phys- 
ical and psychological threats which conflict with the bureaucrat's desire 
to have control over his clients 1 'lives and which generate mutual hostility; 
and (3.) role conflict in which clients do not have a significant role and 
therefore results -in divergent expectations. . Author suggests that client 
groups generally use one of two strategies in advocating for bureaucratic 
responsiveness: (1) application of political pressure dn the ^bureaucracy 
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with the assumption that -pressure will cause bureaucrats to treat clients 
better; and (2) advocating decentralization of the bureaucracy down to the 

* neighborhood level, assuming that a local bureaucracy will be -the most 
responsive. States that neither of these strategies is effective and that • 

' the assumptions underlying than are wrong within the context of the bur- 
eaucratic stresses. Alternative strategies are recommended, ^ased upon the 
assumption that 11 the more dependent the client is on the bureaucrat, the 
more unresponsive the bureaucracy wil 1 These include: (1) establish- 
ment of a competitive structure;^jt2tTitaking more diversified and positive 
input Into the system; (3L) development of sel f-hel p -programs to reduce ' 
client dependency; and (4) elimination of .unresponsive bureaucratic agencies. 



257 Thoben, P. J. Disabled pfeople march for civil right?, Rehabilitati 
Record, 1972, 13(5) 24-26. 1 = 



on 



Describes a demonstration of disabled persons in Washington, D.C. in 
1972, the purpose of whicti was to deliver a proclamation to^uongress and 
to stimulate public- awareness. Participants were mostly members of organ- 
ized disabled groups and employees of D.C. area agencies. There was mini- 
mal response from congressmen or the press. Assertion of civil rights by 
the disabled was met with mixed feelings by^both the public and disabled 
themselves Violation of- human rights was behind the demonstration, 1n- 
qludtng those of education, employment, public transportation and housing. 
Civil rights legislation was advocated as an effective mechanism for pro- 
tection of rights. 



i. • 
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258 Thoben, P.. J. Civil rights and employment of the severely handicapped. 
Rehabilitation Counseling Bulletin , 1975, ]804), 240244. 

Handicapped citizens joined the civil rights movement of *the 1960 1 s 
to fight for their human and civil rights^ Discriminatory admission pol- 
icies and^archi tectual barriers <^ny handicapped^rsons educational oppor- 
tunities. Persons who do manage to F acquire an education are frequently 
denied work opportunities, due to disabilities unrelated to their jobvper- 
formance. In the Spring of 1972, severely dis^led persons marched six 
°miles in Washington, D.Q. to demonstrate their grievances &hd call -for social, 

economic, and Lp^JjjtlQaLchanae. This was only a beginning. Handicapped 

persons must'take active responsibility .to change their unequal status. 
Passage of the Rehabilitation Act of 1973 has brought promise in bringing 
about equilibrium to the world or work of . the disabled. Federal agencies 
and private employers under federal contracts must' take affirmative ac- 
tion in hiring, placing, and advancing handicapped individuals in employ- 
ment. Further, the Architectural^ and Transportation Bamers Compl iance 

i Board will serve to enforce compliance with the Architectural Barriers 
Act of 1973, and recommend to the President and Congress legislation or' 

« 

administrative direction to eliminate barriers. However, legislation is 
only part of the process and far from the end of the struggle. To achieve 
eqttal status for handicapped citizens, it is they" who must accept major 

V 

responsibility in the process. 
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359 Thomas,. G. The initiation of Nebraska's first two advocacy services. In 
W. Wol fensberger & H, Zauha (Eds,), Citizen advocacy and jisatgctive 
service? ,f or the impaired and handicapped , Toronto : Mffti onal 1 n- 
stitute on Mental Retardation, 1973, pp, 33-41 • / 

Illustrates the need of retarded persons for an advocate who will 

help them merge into society, and overviews the efforts of the Nebraska 

e 

Office of Mental Retardation to develop community support systems in con- 
junction with community services, Initial ly; decisions were made to use 
r v volunteers and that supportive services should be independent of service 
'deliverers. The Wol fensberger citizen advocacy model was adopted, and the 
Capitol Association for Retarded Children agreed to sponsor an experimerltal 
j program which was the first citizen advocacy program 1n the country. 

Functions were 'designed and accepted, and funding was procured. Care was, 

• ■ 0 A 

taken to Unsure that the support activities remained free of conflict of 
Interest with those responsjblejfor service delivery. At about thft.sam#- 
time, a second citizen advocacy program was started in Nebraska which was 
under the' auspices of the Youth Association for Retarded Children, and it 



\ 



operated 1n relation to an Institution for the retarded. It too was con- 

, cerned with maintaining Independence, and 1n addition to advocacy goals, 

1t was seen as a means of Interesting young people 1n Working with retarded 

persons and educating the public. * , 

260 Thorne, G. Government and advocacy. In G, J, Bensberg & C, Rude '(Eds.), 
Advocacy systems for the^developmentally disabled , Lubbock, Texas: 
Texas Tech University, Research and Training Center 1n Mental Re- 
tardation, 1976, pp, 167-174. * „ ■ ' r 

Overviews the .functioning of government and the role of advocacy within 

1t, Government systems, activated by bureaucrats, are ultimately accoun- 



table to the public arid must be responsive to it. The multitude of bureau- 
crats 1s an -advocate for the system, and, given the frequent unresponslve- 
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ness of government to Its clients, there needs to be an external advocacy 
bureaucracy to Intervene on behalf of unrepresented consumers. Advocates 
have a responsibility to build a future -for their constituents, and. In 
order for this to happen, there must be meaningful dial ogue' based on trust 
between advocates and the system. Government^ not all bad, and there 
exist Internal accountability mechanisms. Monitoring and advocacy will 
work only 1f they are for the purpose of Improving government. The develop- 
mentally disabled need advocates both within and outside of the system, and 
their Interests will be adequately represented only If relationships be- 
tween Internal and external'' advocates are based upon communication and 
education. 



261 Thursz, D. Consumer Involvement 1n rehabilitation. Rehabilitate 

Record , J£(5), 1-4* , 

Describes the unresponsiveness of service systems, and asserts that 
a major reason for involving consumers 1s for them to Influence the way 
the rehabilitation program 1s organised. Four functions of consumeMn- 
volvement within the system; are discusWr 3 (1) planning and policy deter- 

mination; (2) provision of service as employees of the service system; (3) 

f 

funding of specific pr6grams v to be directed and staffed by consumers; and 

(4) establishing an advocacy program. within the service system. 

262 Turnbull, A. P., Raper, A., & Moslbou, Q. B. University students with 

special needs speak out: Improving the quality of education ^xpeoK 
ences. Rehabilitation Literature , ,1978, 39(10), 294-298. v 
I . • 

Indicates the utility of consulting handicapped university students 
reg^dlng how the quality of educational experiences can be. improved by 
Integrating children with special heeds Into regular classrooms. Twenty- 
nine university students WTth special needs were Interviewed to determine 
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.their views on how their education and social experiences in school may ' 
have been improved and how they would set up a program for children with 
special needs. Their recommendations Veil in^j three groups < (1) the ' 
setting of educational experiences; (2) improving the scope of educational 
experiences; and (3) improving the quality of educational experienc.es. 
Although most of the students- Interviewed preferred attendance at a regu- 
lar (as opposed to. specialized) classroom, they pinpointed a- need. for 
counselors to help handicapped students to develop '"cOping skills"" to • 
handle teasing and name-calling from other students. They also indicated 

, a need for helping handicapped students to deal with'over- protection from 
parents, and social and psychological problems faced in developing atti- 
tudes about self and relationships with peers. Several suggestions are * 
provided to teachers of young children with special, needs that could im- % . 

^ prove t£e_ quality of the chil d' » education, e.g., understanding a child's 
diagnosis, and. avoiding use of the' handicap as an°excuse for not trying 
or producing pQor work./ ' 

263 Turnbull H. R. , III. Parent and professional advocacy for handicapped 
Sll Sw In D '/-- CM 1 sl r. 6. H. Martin, & M. C. Valand. Working 
! M 6S: ./ man . Ua . f0 . r ear1y chi1d "OQd programs servin FW^ 
' pp ]" P ^ - Chapel . Hi11 - M"^.h LrnHn a . ggpTin Press; 1 975, 

Asserts that the treatment of handicapped persons is being drastically 
affected b^the concept that sych individuals have rights.. This has resulted 
from court decisions based upon the constitutional principles of procedural 
due process, substantive due process; and equal protection of thejaw.. The 
litigation whichhas successfully used these principles has established the 
right of the handicapped to an appropriate, free, public education and the 
right/of Institutionalized Individual s,and out-patient clients to receive 
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appropriate services'. > In this regard, the rgle'of advocacy i£ discussed 
in terms of identifying and securing rights and interests of handicapped 



clients. A distinction is made between rights and interests, and its 
implications for relationships between an advocate and client and advocacy 

strategies are cfescribed. Within thrs context, three separate roles ^fe 

^ * .< 

suggested as part of the advocacy orientation. These- are* partnership with 

r ' s * - ■ f 

parents, alliance with service providers, and advocacy for a child. • It is 

. -stressed that advocates must know what their client's interests and rights 

are and means of securing them., ° 
* ■ 

£■'264 Twiname, J. D, New directions in pub\ic welfare. Public Welfare , 
T ■ * - .28(U, 35-40. " ( * ' - 

c v 

* Advocates and explains the Family, Assistance Plan being proposed by 

/ , the federal administration. Its-goals are "to: ( 1 )" establ ish & national 
minimum Jor payments and standards; (2) cure inequities .favoring female- 
headed families;* (3) encourage family stability thr^igh work incentives; 

(4) maintain eligiMlityifbr fully- employed famil/ies which are below the 

"* * * * * 

poverty Tine; (5) simplify tfie administrative structure/, and (6) 4 relieve 
the-state and local fiscal' trorden J Author spates that there is. strong 

— * 

opg^rsition to the existing social service program, and suggests. that social 
services should be under local governments. Development of this approach 

.may be aided by separating, the social service* fl and income maintenance or- 
ganizations, encouragirtg local experimentation, and'working toward inter- 

. agency collaboration. • . 

i ' , 
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265 U.S. Department of Health, Education and Welfare, National Institute of 

Handicapped Research. Client Assistance Projects mediate between* 
clients and the system. Rehab" Brief Bringing Research Into Hpcus , 
1979, 2(10), 1-4. : : : 

A brief overview of Client Assistance Projects (CAPs) which are 1n 
current operation. Congress established CAPs through the 1973 Rehabili- 
tation Afc^ to provide a mediator between clients arid^siate VR agencies 
for the purpose of assisting clients having problems with VR services. 

I • 

Currently, there are 17 CAPs located 1n all 10 HEW regions. CAPs vary 
in administrative and service approaches, based on state .and local needs, 

but share objectives to: (1) assist in sol v1rig A client "p\>M ems; (2) 

? — 

promote* change 1n state VR agencies to improve service delivery system; 
and (3) provide public information at state and Ibcal level's regarding 
available services and clients 1 rights under the (fehabil itation Act. This 
brief ^focuses on CAPs of four st&tes--Tennessee, Virginia*, Florida, and 
* Minnesota. These states have established CAPs and have annual data to 
report. Other states have very new projects with no annual data. Ten- 
nessee and Virginia deliver a wide range of ombudsman services. Florida 
CAPs contract with community organisations which represent handicapped ° 
people throughout »tbe state. The Minnesota 'project it distinguished by 
the degree of leadership and policy control which Is placed in the^h^ids 
,of consumers. *' * * 

266 U.S. Department of health, Education and Welfare, Rehabilitation 

Services Administration, Office of Human Development Services'. 
Affirmative action for the disabled adc(s new role for VR profes- 
sionals. Rehab Brief Bringing 1 Research Into Focus , 1978, 

, Discusses legal requirements for affirmative action designed to* 

assure "the disabled a right to equal employment opportunities. Afflrma- 

, tive action programs may be limited by employers 1 'attitudes and disabled 



persons 1 Tack of knowledge and inability to use the law. Rehabilitation 
professionals have a responsibility to facilitate the implementation, of # 
the law by working with both disabled persons and employers. Affirmative 
actiori is explicitly defined, and sections 501, 502, 503^ and 504^are / 

described. It is pointed out that Department of La,bor f regulation^ require 

— » * 

affected employers to seek compliance assistance from VR agencies and fac- 
ilities, as well as encouraging them to participate /n special iz^c^empVoy- 
,ment programs. m . A number of "do^s" and "don'ts" are listed to help VR 
counselors in acting as technical advisors in encouraging employers to 
understand and utilize handicapped employees* In addition, it is suggest- 
ed -that VR professionals should set as change agents in modifying community 
attitudes toward handicapped persons, and various means of playing this 
role are suggested. Educational activities^related to sffirmative action 
are encouraged. Also, counselors should be advocates for the disabled, 
and in order to do so, they must understand the influences affecting a 

client's ability to participate^lj> in society. Affirmative action 

* 

should be discussed with t\\e client in conjunction with his IWRP devel- 
opment. Also discussed' with the client should be other Title V protections. 
Finally, some resources available on affirmative actions are mentioned. 

U.S. Department of Health, Education and Wei fare, *Rehabil itation 

"Services Administration, Office of Human Development 'Services. , 
National summary of Client Assistance Projects . Washington, D.C.: 
DHEW,. March 19/8. \ : * 

First Anhual Report to Congress on the Client Assistance Program (CAP), 

authorized under Section 112 oFthe Rehabilitation Acl of 1973. Summarizes 

the reports of 19 individual CAP projects. Data and^^eriences reflected 

in 'this summary refer to- two years of program activity. Included is: (1) 
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an overview of staff qua! 1f1c.ations; (2) a brief description of varying 
administrative approaches 1n the operation oV CAPs; (3) a" listing of dif- 
ferent approaches 1n developing two-way communications between project 
staff and regular agency staff; (4) a.numb^c of outreach methods designed 
to Inform all clients and client applicants that client assistance services 
are available 1n the area covered by each project; (5) hlghl 1ghts* regarding 
CAPs and community agency rel at1on.sh1ps;~ (6) examples of CAPs entering Into 

cooperative arrangements with Institution^ of higher education to secure 

♦ 

services; (7) an account of the differing methodologies used by these 19 . 
pilot projects; and (8) a summary of the services provided by the CAPs, 
An analysis of the Impact of these projects 1s offered. Highlights of the 
Impact statements Include: '{1) Strengthening and development of awareness 
and sensftlvlty on the part of counselors, and regional amd central office 
administrative personnel; (2) development of a followup procedure to speed 
•up services and study client satisfaction/dissatisfaction; (3) twice as 
many clients utilized the proj ecjb in^he_second year. Pol 1c1es never * 
frefore questioned that have been shown to Impede service "delivery were 
reviewed arwNrevlsed by the state administrator; (4) primary impact has 
been one of forcing a distinction between restlrlc^lW, conservative local 
practices and actual state policy; and (5) procedural manual and forms , ^- 
covering administrative' reviews and fair "hearings have been developed 
and Instituted on statewide basis. Clients have re-entered program*because 
of more definite understanding of their own responsibilities resulting 1n 
more positive results. Concludes that 1t was too early to. attempt a com- 
plete summary and analysis of this statistical Information. 
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268 U.S. Department of Health, Education and Welfare, Rehabilitation 

0 Services Administration, Social and Rehabilitation Services. The 
' utilization of consumer groups: Citizen involvement. In Sel ected 
approaches to expedite the delivery of vocational rehabilitation 
service: A training resourced Washington, _D.C : DHEWj^J 971 , pp,- 
85-103. * ' r ^ 

Report from a study group on selected approaches to expedite the 
*deli very of vocational rehabilitation services, r.tovers a broad base of 
* topics relating to consumerism. Following a^brief statement on the im- 
pact of early voluntary agencies in providing funds and services for the 
disadvantaged and disabled, an elaborated discussion explains the current 
role of advocate and citizen participation in vocational rehabilitation. 
Provides an overview of legal and regulatory sanctions Mandating consumer 
involvement in advisory and program planning at the federal and state 
level. Discusses the effectiveness of current consumer- advocacy activity 
with reference to several changes and program developments which have 
occurred in rehabilitation. Endorses the importance of client partici- 
pation in planning the rehabilitation process if~he or she is to retain 
or regain the ability for self-care and self-determination. Summarizes 
the efforts of a Social and Rehabilitation Service task force to define 
the "state-of-the-art" of consumer involvement including that grolip's 
analysis on how client participation and enrich the goals of vocational 
rehabilitation. Calls for more consumer involvement in 'planning anfr 
programming including the development of citizen corporations that would 
sell rehabilitation services to state agencies. The thrust of this model 
is based on the importance and success of peer groups in rehabilitating 
certain groups. Recommends direction for consumer involvement in the 
70's including the following: (1) establishment of a state vocational 
rehabilitation agency Advisory Committee on Services whose membership 

23: - 
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would b.e comprised of oner third "handicapped consumers; (2) reorganise 
^ state districts and regions to reflect greater- emphasis on establishment 
of field offices in urban and rural areas of poverty; (3.) utilize exist- 
ing local resident advisory boards concerned with service delivery. 
Stresses the Importance of advocacy systems and the role of volunteers in 
provision of services. Emphasizes the Importance of immunity education 
efforts to Inform th\j)ubl1c about the' state and*local rehabilitation 
needs of the disabled. Indicates the promise of community involvement 
such as prev,ocational classes sponsored by volunteers. 

" • • ' J c •_• 

269 Van Til, J. Reconstruction or redistribution: Which way for welfare 
rights? Social Work , 1971, 16(4), 58-61. 

V 

Analyzes and compares the welfare rights organizations in New York 

i 

and Pennsylvania. In Pennsylvania, the organization places emphasis on 
maintaining good human relations, pre'servfng civility, and avoiding con- 
flicts whenever possible. Its basic goal 1s educating the public, and 
1t seeks redistribution _of .resources in- terms of procuring more money and 
services" for welfare recipients. The tactics utilized tend to fall some- 
where between collaboration and violent opppsltion. In regard to Its 
effectiveness, the organization 1s credited with the Increased numbers.of 
qualified persons applying for welfare and raises 1n the payment level. 

Involved officials are open to communication with the goup and see it . 
< 

-as an important pressure group. In contrast, the New York-organization 
- a>nfrpflts an insensitive welfare bureaucracy and* often intervenes by means 
of aggressive, militant tactics. A major purpose is alteration of the sys- 
tern. Status quo payment levels have been maintained in spite of strong ■ 
■ polltical^opposltion. However, .the organization's role 1n relation to" 
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this is* uncertain. Author concludes that both approaches may be effec- 
tive. Suggests thatU group seeking income redistribution and willing to work 
with officials who share the same goal can be at least" as effective as 
^ ^ a group which is completely disaffected. Finally, questions are posed 

for further investigation relating to the contribution of welfare rights 
organizations to social change* in general. 

270 Van Til, J., & Van Til, S. B'. Citizen participation in social policy: 
_The end of the Cycle? Social Problems , 1970, V7(3), 313-323. 

Discusses various forms of citizen participation within the context 

of ,th£ urban renewal and community action prqgrams. Six types of parti- 

cipation are describedj)£sed upon the two dimensions of participation of / 

elites an'd nonelites and administrative or political concerns: (1) 

r 

elite coalition; (2) polities of reform; (3), citizen advice; (4) plural- 
, is,t participation; (5) client participation; and (6) grassroots partici- 
\' : # pation. Initially/ the urban Renewal progranfTlsed the elite coalitTon 

model, whereas the poverty program sought to involve the honelite in maxi- 
mum feasible participation. The history of these programs indicates an 
, evolution through participation models, moving toward pluralist partici- 
pation. In practice, «the concept of nonelite participation -general ly has 
^ajled, especially in the political arena. A situation* remains in which 
_the parties with economic power do the planning, and the nonelites may 
4 accept* or reject. Most analysts conclude that stalemate of citizen groups 
and the political elite is likely on both administrative and political 
issues and that citizen participation thus becomes essentially meaningless. 
Even .though it appears that citizen participation has failed, the au#hp?$ 
recommend development of a fully democratic urban pluralism based ,upon 
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new Institutional forms that truly represent the Interests of the poor 
and which embrace these Interests 1n the total political and social 
structure. . . 

271 Varela, R. A. Sel f- advocacy and changing attitudes. In 6. Rlchman 
. * P. Trohanls (Eds.), Public awareness viewpoints . Chapel Mil, 
North Carolina: University of North Carol ina, Developmental Disa- 
bilities Technical Assistance System, 1978, pp. 27-35. 

Critical discussion of the stigmatizing implications of processing 

s 

handicapped people through "special" programs, evaluation, agencies, ^nd 
clinics. Stresses that' the current focus is to change the. disabled person 
rathfer than th^oppressive nature of the "processing system" and general 
societal attitudes.. Indicates the stigmatizing effect of telethons^at 
tend to "sell the horror of*disab1l ity," and public service announcements 
that reinforce~a helpless and pitiful condition of handicapped people. • 
Calls for development of the disabled sal f- advocacy movement which aims 
at changing inequities of the system thrpugh legislation and litigation, 
changing negative attitudes of rehabilitation counselors toward clients, 
and self-help organizations <such as Berkeley's Center for Independent 
0 Living. Disabled people must become "partners in. public advocacy" just 
as they have been allowed to participate 1n policy making and service 
delivery. Finally, 1t is necessary to build a strong constituency of 
advocates and consumers who are dedicated to impact on the federal /state 
'Vocational Rehabilitation system to make it more responsive to consumer 
views. Cooperative efforts of parents, advocates, and service providers 
have resulted ^successfully pushing 0 appropriations through Congress. 
As .the self-advocacy movement develops, attitudes and rules will be under , 
continual pressure t^change. 
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272 Varela, R. A. Sel f - hel I p ro u p s i n reh a b i 1 i t a t i o n . Washington> D.C.: 

The American Coalition of Citizens with Disabilities, 1978. 

Traces ^he history of the civil rights movement for disabled persons. 
Examines the origin of the trend toward consultation of disabled persons 
and their advocates in policy making on the federal an* state levels in 
rehabilitation programming. Analyzes the legislative history of the land- 
mark Rehabilitation Act of 1973 which sheds light upon the foundations 
i 

from which Chapter 25 of the Rehabilitation Services Manual emerged. 
^Examines "ways state agencies have attempted to implement the consumer 
♦involvement mandate and discusses techniques and procedures which have 
proven highly effective. Stresses the pivotal role played by organiza- 
tions of disabled people in policy consultation. Throughout this handbook, 
the author grapples with difficult issues, such as the definition of the* 
term "consumer," the relationship between citizen and # the state, the mean- 
ing of consumecjwirticipation, and the tension between bureaucracy and 
advocacy organization's. Offers specific suggestions both consumers and 
professionals will find helpful in the task of effecting meaningful con- 
sumer involvement in rehabilitation. Provides insight as to what mentally 
able handicapped people have done to Tie! p themselves and discusses the 
policy implications of this movement. • 

273 Vattanb, A. J. ^Power to the people: Self-help groups. Social work , 

1972, 17(4), 7-15. • ^ ' 

Recognizes the new "power- to- the- people" movement which* advocates 
broad democratic participation in social service delivery and the related 
emergence of self-help groups. "This new activism and ivolvement can be 
traced to the following developments: the population increase that has 
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exacerbated the shortage of health and welfare professionals; ineffec- . 
tiveness of professional services; a new ser^e of egplitarianism; and 
the effectiveness of self-help groups in facilitating change* The power- 
^^o-the-peoplfe movement is reflected in the clincial setting by such groups 
• as Alcoholics Anonymous, Synanon, integrity groups, and encounter-sensi- 
tivity training groups, these are primarily concerned with treating i(- 
dividual s for^various emotional and behavioral problems. On the other 
hand, social groups focus upon environmental and stfcia] concerns* They 
are exemplified by community organization and welfare rights groups. This 
movement has important indications for professionals. In regard to prac- 
tice, the professional carf perform certain, functions' within the self-help 
group such as .facilitation*, research, and theory building. In regard to 

education,, professional schools should recognize clients' as*col leagues 
* 

and adjust their training accordingly. Suggests areas for revision in 
curriculum of graduate- programs in social work. 

^274 Ward, S. A. Components of a child advocacy ^program. Children Today, 1972, 
1(2), 38-40. — — 



In 1970, the Joint Commission on Mental Health of Children, recommended 
. the establishment of a nationwide system of child advocacy councils. Within 
the framework of this proposal, it is- suggested that child advocacy be con- 
sidered in terms of the following components: (1) means of determining and 
understanding the needs of children in the community; (2) procedures for 
supporting families and communities in their efforts^to provide services; 
(3) specification of the role and responsibilities of community chifd 
advocates; (4) gathering, collating and disseminating information regarding 
the,best methods of delivering services; (5) delineation of the service 
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provision responsibilities of each institution as well as of ways in\which 
-institutions can cooperate and coordinate their .efforts; and (6) determina-j^ 
tion jjf means by which advocacy -council s at all levels. can best support 
community endeavors. The concept of child advocacy, as embraced by these 
considerations, implies that families bear the primary tjurden of providing 
services for the*r children.. It is, however, necessary for communities to 
lend assistance to ,them and for the nation as a whole to make a significant 
commitment to the well being of cntldren. 

275 Warren, F. Role of the consumer in panning and delivering services. 

In DP themes and issues: A series^StQpical papers on developmental 
disabilities .' Chapel Hill, North, Carol ina: University of North 
Carolina, Developmental Disabilities Technical Assistance System, 
February 1978, pp. 3-11.' 

Discussed are some roles for consumers in planning and delivering 
services and the identification of issues related to those roles. First, 
the author defines the consumer as the focus for people in the business 



of-providing assistance for developmental ly disabled individuals. Wiep 

a service is provided for a DD child or adult who is in the caret" of an-' 

other person, family or guardian, it becomes a service for -those people 

as well as the disabled child or adult. Thus, consumers are disabled 

. 

people as well as advocates for disabled people. Notes the need for co- 
operation and mutual trust between the consumer and the professional in 
his statement: "'The consumer cannot know everything the jjpafessional has 
learned after y^ars of study. It i§ equally true that. the professional 
cannot know everything the consumer" has learned after years of being, or 
living with, a developmental ly disabled person, often being put down, * 
turned down and cooled out by insensitive professionals who will not or 
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cannot admit 1t, and by the bureaucrat! zed service system." Author >sug- 

* * * * 

gests the professional should, take the'cooperative Initiative since they 
are organized, have the mandate to provide services, and are supposed to 
have the-abil*1ty and the access to technical .knowledge. Consumers should' 
approach professionals with tact and a persistence from a standpoint of 
strength, and as 1f they were potential friends and allies'. Consumers 
must join together and direct all of their energies toward changing the 
laws, attitudes, systems, and Individual s who are suppressing them. Or- 
ganizations can take a number of forms ranging from small parent groups 
to alliances of existing consumer organizations. Guidelines are offered for 
consumers attempting to develop an. effective organization. Author is a 
■ strong proponent of -the position that consumer organizations must form 
: alliances.' Stresses 1 how through an alliance iof consumer groups or joint ^ 
action strong leadership can be-brought together, areas of common interest 
can be discovered', and planned unified actions can benefit all those con- 

# 

' '* ' • * • 

cerned. Another major role for .consumers ts the constant monitoring and 

v . 

— evaluation of service systems and programs.* Constfmdrs, should also serve 
on advisory boards. 

4 

276 Welter, B., Haanna, J., & K1tch, R. Sel f- advocacy: .A basic righ,t . 

Lawrence, Kansas: University' of Kansas, Kansas University Affiliated 
Facility, 1978. . . . m 

A short manual ;wh1ch v d1scusses Important elements needed to plan 
* * * 

and organize a sel f- advocacy organization. The development of People 

First of Kansas (PFK), a self-advocacy group, is traced to demonstrate 

strategies and tactics which can*be taken In such an endeavor. A brief 

history of the origin of People First 1n Oregon is provided. The phllo- 

sophy o'f People First 'as a sel "f- advocacy organization, the role of the' 

• ' > • » 

• * i 
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professional in its development and operation, and the importance of con- 
sumer control are briefly addressed. Suggestions for planning a self- 
advocacy conference are given based on a Kansas People First Convention 
'sponsored by the Kansas University Affiliated Facility (KUAF). Style and 
format of information presented in this manual is geared toward profes- 
sional audiences 'and handicapped people who are mentally able. 

277 Wiegerink, R. , & Posante-Loro, R. Consumerism. In J. F. Paul, D. J. 

Stedman,>& 6. R., Neufeld (Eds.)j Deinstitutional I ization: Program 
and policy development . Syracuse"! Syracuse University Press, 1977 , 
pp. 63-79. 

Authors provide a brief historical perspective of the development and 
provision. of services and consider involvement for the mentally retarded. 

^In the 1940 's and 1950' s, parents of the mentally retarded were forced to 
provide for their own, needs. Gradually, they began^to contract with pro- 

t fesslonals for service,- and were eventually almost totally excluded 

from the services offered by the professional community. In the 1960's 

plrents were once again recognized as their children's first and foremost 
*> t . • 

teachers, local, state, and federal governments began to suggest and 
eventually require the involvement of parents in services for their child- 
ren. Authors discuss the impact of recent legislation and litigation on 
this movement toward consumer involv^nent. Note that consumers have had 
an active role in the creation and passage of -legislation. Suggest .that 
current legislation has ^bias toward consumer involvement and consumerism 
as evidenced by the r<tfe of professional and consumer partners in decision 
making, monitoring/ and service delivery. Addresses a number of model 
programs, e.g., early intervention, prevention, and^ma]instreaming programs, 
and highlights the, role parents have had in each. Author stresses th^t to 
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be successful , consumers must take purposeful action at a number of impor- 
tant levels, which include: (1) presenting their needs within the frame- 
work of governmental policy-making; (2) pursuit of new legislation and 
Increase* 1n appropriation to ^support current legislation; (3) continue 
their battles in the courts for clarifications and expression of their 
rights to fair treatment, education/privacy, and mobility; and (4) find- 
ing new and expanded roles-in planning, monitoring, evaluating, and pro- 
viding services. 

w o 

278 Wineman, D., & James, A. The advocacy challenge to schools of social 
work. Socia) Work , -1969, 14(2), 23-32. 



A responsibility of social work advocacy is to challenge dehumanizing 

J > \ * 

Social relationships which im fact are based upon* captor-captive roles. 

a 

Such conditions, which include physical abuse, psychic humiliation, sexual 
traumdtization , condoned peer abuse, chronic exposure to boredom, inappro- 
prlate groupings, unjustified use of punishment, imposed work routines, 
and violations of privacy, preclude any rational use of social work,tech- 
nology. Traditionally, as students confront and report on such situations 
.1n the field, their teachers fall to deal with them in any meaningful way 
and Instead rely on responses such as avoidance through instant cliches, 
. avoidance through the emotional control demand system of the professional 
model, 'and obsession with b1g-system change magic. Rather than this 
abdication of involvement,- it is asserted-that schools of social work "must 
back 't+teir students 1n unflinching celticism and attempts at changing tjjj^ 
settings they a*e 1n when* thtise. settings hurt 1£e people they (and the 
schools) serve." The school has the f)ower to support the studeilt as op- 
fcf posed to the agency, and It may Itself need to become an active change 

» \ ' < ^ 240 
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^ agent. As it begins to implement its support for student advocacy against 
client dehumanization, informality, simplicity, and protection .of the 
client's right to self-determination should be ke$ ingredients. As schools 
promote an advocacjH)rientation, the groundwork is laid for a professional 
identity which incorporates this jjredisp^^Ttion. 

279 Wolfensberger, W. Normalization via citizen advocacy. In Th e iprincipTe 
of normalization in human services . Toronto: National institute on 
Mental Retardation, 19^2, pp. 216-£21.' 

Th6 history of the treatment of the handicapped is traced from in- 
stitutional i^ton to protective .services to citizerf advocacy. Citizen 
advocacy is a IWhemajn which competent volunteers represent the interests 
of disabled' people; .relationships are establ ished' on a one-to-one basis, 

are of long-term duration, arid are structured in terms of individual ne„eds; 

» * 
and the programs are supported by a stable administrative mechanism. 

Advocacy roles may be either formal or informal and may stress etther 
emotional or problem- sol ving support. ThL^, many types of persons can > 
benefit from an advocacy relationship. Essential to the success of a 
citizen advocacy project is a well-ordered advocacy office which f/cili- 
tates its operation by way of recruitment, training, and technical assistance. 
^ Two citizen advocacy programs operating in Nebraska are described for the 
purpose of demonstrating the workability* of the" model . It is emphasized 
that the cjtizen advocate's loyalty must be "directed exclusively to his 
protege, an^ both Individual advocates and total advocacy undertakings must 
We independent of the service delivery system. In sum, it 1s suggested 
that dtvfen advocacy is one means bf Implementing the normalization prin- 
ciple. 
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280 Wolfensberger, W< Vol untary citizen advocacy in tbe human services. 
Canada's Cental Health, 1972,. 20(2), 14- IBjR ■ , . \ 



Points out that , protective services* and advocacy provided by service 
agencies are likely to be Vimited'in scope and effectiveness. , Jhis is due 
to such facto% ^iijicontinuity ift personal relationships with clients*, 
rigidity, restricted mandates and options, and conflicts of interest. As 
an alternative^ citizen advocacy is proposed :&s a means of making available 

I 

Vv 



needed assistance while avoiding the drawbacks «of- service agerities. A* 
citizen advocate is a volunteer who represents the interests of. an impaired 
individual and helps him meet his exprei£tve and instrjumental needs. Ad- 
vocates can ^intervene in important respects on behalf of both^children and 

adults in community* institutional, or transitional settings. 'Furthermore, 

■« * J V- ■ p % 

^«.tj?eyare needed as, watchdogs" of^Sgencies to^assure that they are respOn- 

V sme td their clients. ^Citizen advotdcy tfffices are essential to an effec- c 

£ ^^tt^ve Dr^ram^trj' thalkthey can .Jend support and recruit, train, and match 



vol unteer^^nd >per$#rt$ need1ng o aryadvocate v Also of crucial importance is 
that the 'citizen advoc < S^6^prt>gram be ^Independent of the service system. 
This concept has recelv^wj^e^sup^oVtUnd may potentially become a ma^r * 
hel ping form. x % 



281 ijol fensberger, W.. Citizen jdvocacy^sror'tbe handicapped, Impaired, and 

disadvantaged: An overview. 'In W|&W9TfensbeYger r i H.. £auba (Eds.),- * 
Citizen advocacy and protective ^s^fc * ' ~ 



fees for the impaired and handi- , 
capped . JoV'onto: National, Institute on Mental Retardation, 1973, 
pp. 5-32. 



. Presents an overview of protective 'servicesj^uch as guardianship, 
adoption, conservatorship, and trus£s, D and points out various reasons'for 
their deficiencies. These Include/the service system's. impersonality, 
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.limited options, and the likelihood of conflicts of interest. The concept 
of citizen advocacy is proposed as an alternative to protective services, 
and it is defined as "a mature, competent citizen volunteer representing, 
as if. they were his own, the interests of another citizen who is impaired 

D 

in his instrumental competency/ or who has major expressive needs which are 
unmet and whjch'ar.e likely to remain unmet without special intervention*" 
The functions^which can.b^ performed by an advocate for both children and 
adults are discussed as are special types of advocacy. Also considered 
are factors related to the implementation of a citizen advocacy program 
such as determination of needs, staffing a supportive office, and some 
needed advocate characteristics* It is concluded that, given the nature 
of the service delivery system, advocacy must be separated from ^serv^ce 
provision and that the two should develop independently but in cooperation 

with each other. 

, * . >• * 

282 Wolfensberger, W", & Brown, -B. M. Youth advocacy. In W. Wol fensberger & 
H. Zauha (Eds.) , Citizen advocacy and protective services for the 
impaired and handicapped . Toronto: National Institute on Mental 
Retardation, 1973,. pp. 93-101. ' . J, 

| Suggests that youths can be 1 a significant part of the citizen advocacy 

movement, and lists some essential features of a youth advocacy prpgram. 

These ar§ the individualization of relationships, sustained relationships, 

representation of the protege! s interefts, and freedom from conflicts of 

' interest. It is furthermore recommended that strong coordination of youth 

advocacy programs be available a^d that special attention be* given to the * 

selection^ orientat4on, and assignment of youth advocates. In addition, 

two specialized versions of advocacy, .the advocate cadet and dispersed 

youth advocacy; are described. Youths may make unique .contributions in 
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that they can relate well to those of their own age, share special interests 
of the age group, socialize another into the youth culture^ and" grow up 
together with their proteges. Other benefits accruing from youth advocacy 
include the following: (1) enhancement of learning and maturation; (2) 
furtherance of social acceptance^ (3) focusing of youthful idealism; (4) 
** preparation for adult advocacy roles; and (5) rejuvenation of voluntary 
associations. , ' • ^ 

283 Wolfensberge?; W., & Zauha, H. (Eds.). Citizen advocacy and protective 
services for the impaired and handicapped . Toronto: ^National In- 
stitute .on Mental Retardation, 1973. 

Presents a comprehensive examination of the./history, concept, tech- 
niques, and implementation of citizen advocacy programs. Specifically, 
the contents include the following: (1) citizen advocacy for the handi- 
capped, impaired and disadvantaged: an overview; (2) the initiation of 
Nebraska's first two advocacy services; (3) operation of the citizen advocate 
program in Lincoln, Nebraska; (4) implementation of citizen advocacy to 
date; (5) youth advocacy; l^Nthe initiation of Nebraska's youth advocacy 
program; (7) the operation of the Nebraska' youth advocacy program; .(8) 
history and present status of protective services; (9) citizen advocacy 
and the rights of the handicapped; (10) the Vole of the volunteer movement 
in safeguarding the rights of the impaired; (11) funding, governance and 
safeguards of citizen advocacy services; (12) implementation and operation 
of/Titizen advocacy services via committee activism; (13) dissemination 
and training in citizen advocacy: guidelines and_rgsources; (J4) a process 
of screening and guidance for citizen advocates; and (15) advocate testi- 
monies. 
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284 Weodrich, F. E. Client Assistance Projects in the rehabilitation process. 

Journal of Applied Rehabilitation Counsel ing„ 197.9, JO (4), 190-192, 

A review of the origin, purpose, and philosophy of Client Assitance 
Projects (CAPs) established through the Rehabilitation Act of 1973. " 
m Taking the role of ombudsman, tyese protfectb attempt to advocate for the 
client having difficulties with vocational rehabilitation services and/or 
the rehabilitation counselor. CAPs are committed to identifying handicapped 
Individual? whose needs are not being met by the, system for the purpose of 
changing the system to be more responsive to these people. CAPs may also 
serve as a counselor resource. Specifically, CAP workers as "ombudsmen" 
can assist counselors by identifying client problems, -and working with 
both parties to negotiate compromises which prevent clients from becoming 
rehabilitation drop-outs. By facilitating the development of strong 
liaison rel ationshlp? w1 th recipients of service, CAPs also have the 
potential to Identify, promote, and facilitate consumer involvement in 
the rehabilitation system 1n a manner that can benefit the agency and the 
philosophy of rehabilitation itself. CAPs and rehabilitation profession- 
als can join forces with consumers to assess services and, when necessacy, 
design and implement programs and legislation that will bring about ser- 
vices responsive to the needs of handicapped people/ : 

285 Yell nek, K. Case management, personal advocacy and protective services., 

In Synergism for the seventies: Conference proceedings of the National 
Conference for State Planning and Advisory Council s on Services and 
» Facilities for the Developmental ly Disabled . .Reston, Virginia: Tfie 
Council for Exceptional children, n.d., pp. 393-406. 

Present-day emphasis upon keeping developmental ly disabled peopfk 1n 

the community has given rise to a need for a legal and social support 

^system to help such persons 1n the^treas.in which they are unable to help 
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themselves. It is suggested that'the inflexibility and inadequacies of 
traditional guardianship law make this vehicle inappropriate as a delivery 
system for protective services, and various alternative programs have been 
proposed to meet the ^ed for protection. One. such approach is case manage- 
ment in which a social worker become? an advocate fpr the client and offers 

» 

long- term fol.low-along services. Another method is a personal advocacy 
system whereby a. disabled individual is matched with a-#*iend who volunteers 
to represent his interests. These two types of programs, fiowever, may be 
deficient mechanisms for providing protective services since they are based 
upon voluntary rather than statutory responsibility. The wrnfc^r recommends 
^ instead that the legal concept of guardianship be revised in such a way as 
to guarantee individualized programs, a maximum degree of autonomy for the 
disabled client, and social services. Appended to this paper are a des- 
cription of the Personal Advocacy Sy v stem for Ohio and participant comments ' 
* 

from a workshop on the topic. 

v . 

286 Zauha, H. Citizen advocacy^ Present status and implementation in Nebraska. 
In C. K. Sigelman (Ed.), Protective services afhd citizen advocacy, . 
Lubbock, Texas: Texas Tech University, Research and Training Center 
1n Mental Retardation/-1974, -pp. 9-16. 

« 

DlscussesWolfensberger's model of citizen advocacy and> its imple- 
mentation 1n,Nebraska. Citizen advocacy refers to a one-to-one relatlon- 
ship between a cari'ng; competent volunteer and a disabled individual which 
1s t established for the* purpose*of helping the impaired person live as nor- 

. mal a life as possible. It 1s essential 'that the advocate be autonomous 

«» 

in his role and tffet the program be Independent of the service delivery" 
system 1n order. that the interests of the protege be held paramount. The 
* Nebraska program is based upon these conceptions. It evolved opt of a 
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comprehensive state plan for services to the retarded, a/id two of the 
citizen advocacy models which were developed are described. The Capitol 
Association for Retarded Children in Lincoln, -Nebraska sponsored a program 
by means of a specially designated committee, and the Greater Omaha Asso- 
ciation for Retarded Children (6QARC) operated a project as an integral 
part, of its overall operations. These programs appear to be very successful 
al though continued funding is a crucial problem. Finally^ materials from 
the proposal for the 60ARC Citizep Advocacy Program are presented which 
describe how services are provided and how the project was initiated and 
operated. Stressed are means , of evaluating the success of individual re- 

4 ' 

lationshifvs and the program as a whole. 

c 

287 Zauha, H.», & Korn, M. Implementation of citizen advocacy to date. In 

W. Wolfensberger & H. Zauha (Eds.), Citizen advocacy and protective 
services for the impaired arid handicapped. Toronto: National Insti- 
tute on Mental Retardation., 1973/ pp. 79-89. 
« ^ 

Traces the development of citizen 'advocacy programs since the incep- 
tion of the model irt 1966. In general, /it is^pointed out that citizen 
advocacy received support from the President'^ Committee on Mental Retar- 
dation and. from the National Association for Retarded Children. More 
specifically, programs in Nebraska, Texas, Colorado, Pennsylvania, Ohio, 
and, other states plus those in ^various Canadian provinces are described. 
These examples represent a variety of funding and implementation procedures 
and geographical locations and can serve $s models for the initiation of 
other citizen advocacy projects. Preserttly, assistance, guidance, and 
training are ava%laW«- through national coordinating organizations. In 
addition to succes^faTVpilot programs and leadership, it is predicted that 
the need for persofcafT representation will continue to contribute to the 
citizen advocacy movement. _ 
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288 Zauha, H., & Wol fensberger,. W. Dissemination, and' training in citizen 

advocacy: Guidelines aad resources^ In W. Wol fensberger & H. Zauha 
(Eds-.), Citizen advocacy and protective service^ for the impaired 
and handicapped . Toronto: National- Institute on Mental Retardation, 
1973, pp. 213-232. • - 

0 

Suggests that the rapid growth of citizen advocacy has resulted from 
widespread dissemination of theyoncept. Based upon the experiences gained, 
by these dissemination efforts, guidelines are given to aid in citizen 
advocacy presentations. It is po/nted out that audiences generally are 
composed of persons of varying competencies; topics which should be covered 
include understanding of, commitment to, and belief in the practicality of 
citizen advocacy; and the time allotted for a presentation will vary con- 
siderably. A plan for a two- day leadership training workshop is presented, 
and potential resource persons and groups are mentioned. In addition, 
various types of materials which can be used are outlined including trans- 
parencies, videotapes, <writt c en materials, and symbols and images. Appended 
are recommended workshop schedules and content areas, a prospective trainee 
questionnaire, a listing of transparencies and videotapes available on 

citizen advocacy, an agency credo on citizen advocacy, and a cooperative 

* * 

agreement. 

*. * 

289 Zauha, H:, & Wol fensberger, W. Funding, governance and safeguards of 

citizen advocacy services. In W. Wol fensberger & H. Zauha (Eds.), 
Citizen advocacy and protective servicesvfor the impaired and handi- 
capped . Toronto : National Institute on Mental Retardation, 1973, 
_ pp. 177-192. 

Discusses various issues related to the implementation of citizen 

advocacy programs. Possible roles of national, regional, and state offices 

are described asVare approaches to funding and governance. Five essential 

features of .such ^prog rams are independent location and funding; a paid 
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coordinator; r'ewpui tment, orientation, and support of advocates; means of 
providing both instrumental and expressive advocacy; and advocates 1 freedom 
from Conflicts of' interest. Furthermore, it is stressed that funding should 
not come from service agencies so as to maintain the independence of par- 
ticipants in advocacy functions. Pros and cons of certain funding sources, 
such as associations, united community services, , the Office of Developmental 
Disabilities, Social Security, Area Wide'Model Projects on Aging, a^ child 
advocacy monies, are examined. Finally, potential target populations for 
citizen advocacy and operational factors in running a local office are 
explored. 
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